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Abstract
This literature review looked at the effects of psychology in the management of 
chronic pain, looking at a variety of articles, including other systematic reviews and 
meta-analyses, and empirical studies. These articles were referenced in the British 
Pain Society’s (BPS) “Recommended Guidelines for Pain Management 
Programmes”, as well as through a Psych Info database searches. A review of 
these articles demonstrated that Cognitive Behavioural Therapy (CBT) is the 
model of choice in Pain Management, and has shown to be effective to some 
extent in reducing pain-related anxiety and fear. However, evidence showed that 
CBT was not effective at reducing depression brought on by Chronic Pain in 
patients. There was evidence for newer approaches, including ACT and 
mindfulness being effective, and in one study (Vowles et al., 2009) Acceptance 
Commitment Therapy (ACT) was more effective than CBT. This review also looks 
at the recent National Institute of Health and Clinical Excellence (NICE) guidelines, 
and the reaction and commentaries on them from members of the British Pain 
Society (BPS). This review concluded that CBT, acceptance and mindfulness 
approaches are effective in relieving associated factors of chronic pain, when 
delivered in a multidisciplinary team.
URN: 6111394
Page 7
Introduction
Chronic pain is a widespread problem. It is thought to be multi dimensional and an 
example of a bio-psychosocial problem. In Melzack and Casey (1968, cited in Turk 
and Gatchel 1996) developed the gate control theory which specifically includes 
psychological factors as an integral part of the pain experience. Since then 
psychology has been formally included in the treatment of chronic pain, and is now 
part of NICE guidelines (May 2009). This literature review looks into the evidence for 
psychology in pain management programs, the different models and approaches 
used in those programs, and the research which guides their practice. New NICE 
guidelines have recently been published, and according to some are controversial. 
As a result I will be looking into them in more detail in this review. This literature 
review is relevant to current practice because of the changes these guidelines 
suggest, and to look further into the evidence for psychology in pain management 
programs. Also to support the evolution of pain management services. It is important 
to look at the development of psychology in the services and what benefits the 
patients receive by the inclusion of psychology in multidisciplinary programmes.
The question this literature review is based on was formulated from looking at the 
reaction of the BPS to the new NICE guidelines. It seemed appropriate to look into 
the psychological aspect when there was so much controversy surrounding the 
physical/physiological element of chronic pain.
The literature for this review was sourced through a variety of methods. My 
supervisor recommended that I look into the BPS’s recommended guidelines for 
pain management programs for adults and the new NICE guidelines. From these 
two documents I was able to source key articles on the subject of pain management, 
enabling me to look at some of the key pieces of work which they reference. I also
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used Psych Info database to search for additional articles, using the keywords; pain 
management, psychology, and CBT. The combination of these search strategies led 
to the articles and documents I will be referring to in this literature review, including 
articles which mentioned psychological methods in their abstracts.
Chronic pain can be defined as pain which lasts longer than 12 weeks, and is not 
associated with a specific cause of pain. Chronic pain often continues past the point 
when the body would have naturally healed. Chronic pain is also common "... 
affecting around one third of the UK adult population each year." (NICE, 2009). Pain 
management programs (PMPs) are based on cognitive behavioural principles, they 
aim to restore patients functioning, levels of functioning include performing activities 
of daily living (ADU. and going back to work for some. Programmes are delivered by 
a multidisciplinary team, including physiotherapists, specialist nurses, and 
psychologists (British Pain Society, 2007).
The role of Psychology in Pain Management
The role of psychology in pain management has increased due to the recognition
that the extent of complaint and disability reported by patients could not be 
explained by the extent of damage or disease (Eccleston, 2001). Psychological 
theories around pain have developed over the years and we now use a cognitive 
behavioural model to explain the psychosocial element of pain. However, early 
theories on the psychology of pain looked at a variety of factors, including 
personality, attempting to discover "a pain-prone personality", or the idea that pain 
was a "manifestation of guilt or loss" (Eccleston, 2001). However, there is no 
evidence to support these ideas. Gender was looked at, with women more likely to 
report severe levels of pain, and “are more vulnerable to pain being explained as 
purely psychological” (Eccleston, 2001). Early studies also looked at culture, looking
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at ethnic differences in pain expression; one study found ethnic differences did not 
affect the report of post operative pain but did affect physician prescribing behaviour 
(Eccleston, 2001).
Chronic pain patients often report additional problems to their pain, such as sleep 
difficulties, fatigue, being socially isolated, and a range of emotional problems, 
including depression and pain related to fear, as well as poor concentration, poor 
memory, and an increased failure to complete cognitive tasks (Eccleston 2001). 
Cognitive behavioural therapy has been included in pain management programs 
(PMPs) to minimise the effects of maladaptive reinforced pain behaviours and 
replace them with pacing behaviour and techniques to help them plan out 
achievable goals. Success can then be reinforced, by facilitators of the programme. 
CBT can be understood as a beginning of change for these patients, which can 
continue after they have left the programme.
CBT and Pain Management
There have been several reviews and meta-analyses looking into CBT and pain. 
One such review by Morley, et al. (1999) looked at studies in CBT for chronic pain 
between 1974 and 1996, looking at effect sizes when comparing cognitive behaviour 
therapy and behavioural therapy with waiting list (WLC), or treatment control. The 
review look at 25 controlled trials, with a range of pain problems in patients. The 
majority of the studies they looked at were based on group treatments with the 
duration at a mean of 6.74 weeks, and the majority using patient self ratings to 
measure outcomes. In their review they concluded that "active psychological 
treatments based on the principles of CBT (including behavioural therapy and bio 
feedback) are effective relative to WLC conditions" (Morley et al., 1999). It was 
shown that CBT produced significant changes in measures of pain experience,
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mood/effect, cognitive coping and appraisal, pain behaviour, activity level and social 
role function. However, the review also found that when CBT is compared to 
treatment control "the advocacy of CBT is of a smaller size, and limited to the 
outcomes of pain experience positive coping and social role function" (Morley et al., 
1999). However, it is not clear what the effects of the treatment control condition 
were, it may be possible to examine further the effects it has on chronic pain 
patients. From this review, one can conclude, that CBT does have a small, yet 
positive, effect on patients with chronic pain.
Hoffman et al. (2007) conducted a meta-analysis of psychological intervention for 
Chronic Low Back Pain. They included known and unknown aetiologies of chronic 
low back pain to account for any concerns surrounding medical diagnosis. In the 
analysis they collapsed psychological and multidisciplinary treatment groups 
together and found that treatment proved superior to control. However, treatment 
was not superior to control for depression scores. When all groups were compared 
with active controls, treatment was not superior on pain intensity, pain interference, 
healthcare visits and medication. Psychological treatment was superior to waiting list 
controls in reducing pain, and health-related quality of life, but was not significantly 
superior to waiting list controls for depression. When CBT was compared with SRT 
(self regulatory treatments) such as biofeedback and relaxation training, CBT was 
marginally less effective than SRT in reducing depression post-treatment. From this 
analysis it is evident that CBT is effective in reducing some aspects of disability for 
chronic pain patients but, perhaps surprisingly, CBT in a PMP is not significantly 
effective in reducing depression. This is significant as CBT was originally developed 
for treating depression. It would appear that there may be interacting factors in 
depression associated with pain. The authors raise concerns around evidence in the 
studies about how treatments are delivered; if they are delivered as intended, if they
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are understood by the participants, and whether there are any confounding effects 
on treatment.
Guzman et al. (2001) continues the focus on chronic low back pain. They reviewed 
two types of PMP; daily intensive programmes and once or twice weekly programs. 
They looked at randomised controlled trials for participants with disabling low back 
pain for more than three months. Treatment condition was multidisciplinary, where 
multidisciplinary was defined as; “a minimal of a physical dimension plus; 
psychological, social, or occupational dimension” (Guzman et al., 2001). They found 
strong evidence for intensive multidisciplinary bio-psychosocial rehabilitation and 
moderate evidence that functional restoration reduces pain. However, they did find 
contradictory evidence regarding vocational outcomes. In less intensive multi­
disciplinary bio-psychosocial rehabilitation "five trials could not show improvement in 
pain, function or vocational outcomes compared with non-multidisciplinary outpatient 
rehab or usual care" (Guzman et al., 2001). Their review concluded that less 
intensive treatments did not seem to be as effective. This is because less intensive 
programs decreased pain and improved function, but less intensive programs were 
not better than the control treatments. This is surprising that some treatment was not 
better than no treatment, and that the techniques being taught were not taken on by 
patients in a similar way. This has impacts on outpatient treatment, a treatment 
option which is currently offered.
Williams et al. (1996) also look at the differences between inpatient and outpatient 
PMPs. Williams and Fernandes et al. (1999) then go on to look at generalising the 
results from that study. I will look at these two articles together as they are based on 
the same study. The study compared a four-week inpatient program (IP) with an 
eight week, half day per week, outpatient program (OP) (the staff and teaching
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materials were the same for both). The study consisted of 121 mixed chronic pain 
patients with 93% rates of completion for inpatients and 81% completion rate for 
outpatients. Assessments were pre-treatment, at the end of the programme, one 
month, six months, and one year after. In the follow-up assessments frequency of 
exercise, stretches, relaxation, coping techniques, and medication were noted. The 
content of the intervention was; exercise and stretching, goal setting, pacing, 
education, drug reduction, relaxation, sleep management, relapse prevention, and 
family involvement. Cognitive and behavioural techniques used were; problem­
solving, changing maladaptive behaviours, maintaining those changes, cognitive 
techniques to identify unrealistic and helpful thoughts and beliefs, and how to 
change them. Comparisons between the two programs indicate that inpatients made 
greater gains than outpatients and both made changes compared to waiting list 
controls (WLC). They found that inpatients made significantly greater gains in 
outpatients on all physical measures, pain impact, depression total score, pain self 
efficacy, catastrophising, hopelessness, and anxiety, at the one-month follow-up. 
They also found that there were significant pre- to post-treatment improvement in 
both treatment groups in measures of mood, physical performance, overall function 
and medication use.
The 1999 article (Williams et al., 1999) looked at issues over randomisation, as 
some people chose not to be randomised for the study. There were baseline 
differences in domestic status across the groups and less drug use in the elective 
outpatient group. However, they found that there were few differences between 
randomised and nonrandomised participants in treatment outcome. When the 
groups were collapsed together, inpatients generally fared better than outpatients, 
with inpatients more likely to have maintained their gains. They found that the main 
reason for electing to be randomised or not was potential travelling distance as
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some patients lived further away. The researchers applied a radius limit of 35 miles 
which included 95.5% of randomised patients. Work factors also affected whether 
people elected to be randomised and if they chose to have outpatient treatment. It 
would appear from these factors that it is practical reasons only which affect whether 
people elected into being randomised or whether they needed to choose the 
treatment condition they were in. It would appear that the main findings of the 1996 
study that inpatients fared better than outpatients can still stand.
This article highlights some of the challenges in conducting research in pain 
management. Patients with chronic pain will have suffered for an extended period of 
time and may have become disabled by their pain. The option of having different 
treatments may not be welcomed. In other studies there are also difficulties when 
comparing treatment to waiting-list controls, often those on the waiting list will 
continue with treatment -  and are sometimes labelled ‘treatment as normal’ controls. 
This could skew the effects, as pain medication may have an effect, as might the 
effect of having no treatment versus the potential placebo effect of having any 
treatment.
Psvcholoav and risk factors in chronic pain
Low back pain has a high prevalence and is a common cause of chronic pain. It is 
important to develop an early identification for those patients who are at risk of 
developing chronic pain and transferring from acute to chronic pain. A system of 
flags has been developed. Red flags are conditions indicating possible underlying 
pathologies. Yellow flags are individual, psychosocial, or occupational factors which 
have been identified as risk factors of developing chronic pain and disability. These 
yellow flag factors include stress, anxiety, negative mood, emotions, cognitive 
functioning, pain behaviour, distress, depressive mood, somatisation (Koes, et al.,
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2006). It is these yellow flags and their psychosocial factors which may be of 
particular interest to psychologists working in pain management but also to doctors 
who can ‘flag up’ the potential risk of disability. Other flags include blue flags which 
are occupational concerns and black flags which are socio-occupational concerns 
(Main & Williams 2002). Main and Williams (2002) look at the “ABC of psychological 
medicine. Musculoskeletal pain” in their article they suggest that these four “flags” or 
risk factors are used in screening and assessment, and can be a guide to 
behavioural management. They further emphasise the importance of the yellow flag 
factors, stating that “The focus is on key psychological factors that favour chronicity” 
(Main & Williams 2002). They also conclude by saying “there needs to be a 
revolution in the day to day management of musculoskeletal pain. Not only do we 
need to abandon prolonged rest and enforced inactivity as a form of treatment, but 
we also need to appreciate that addressing patient’s beliefs, distress, and coping 
strategies must be an integral part of management if it is to be effective” (Main 
&Williams 2002). Thus reinforcing that psychology is an integral factor in the 
treatment of chronic pain.
“Third wave” approaches and pain management
There has been a development in cognitive behavioural therapy to include thinking 
about the context of people's experiences, leading to the "third wave" contextual 
cognitive behavioural therapy (CCBT) approach. The CCBT approach has been 
incorporated into pain management programmes and the teachings into patient 
education sessions. Vowels, et al. (2009) looked into "targeting acceptance, 
mindfulness, and values-based action in chronic pain”. Their study looks at 
introducing ACT into treatment for chronic pain. There were issues with pure CBT 
stating "there is a lack of coherent and consistent theoretical model in CBT, as it is 
not clear how the numerous beliefs, thoughts, and expectations which are reliably
URN: 6111394
Page 15
correlated with indices of functioning are distinct from or serve to influence one 
another". The researchers introduced ACT, which is a process-orientated approach 
with the aim to decrease avoidance and increase awareness of psychological 
experiences. The protocol for the group was based on: "building awareness of the 
difficulty in effectively controlling pain sensations, improving engagement in 
meaningful and effective activities, decreasing pain and distress of avoidant 
behaviours, identification of and engagement in actions consistent with personally 
relevant values and goals, improving present focused awareness and mindfulness 
of thoughts, feelings, and physiological sensations." The study looked at differences 
between pre- and post-treatment by asking participants to complete five 
questionnaires, they found very high differences for acceptance and depression, 
high differences for pain and pain related anxiety, but low differences for disabilities 
(P = 0.6). The second pilot study reported in this article compared an ACT group 
with a CBT group. They found that the effect sizes of CBT were generally smaller in 
magnitude than ACT, with the exception of acceptance for which the effect size was 
large. Overall, the results of these two pilot studies support an ACT intervention, 
showing improvement in emotional and physical functioning. The authors state that 
"it is interesting that the ACT group displayed more improvement measures of 
depression and pain-related anxiety relative to the CBT group. This result was not 
expected". Although it was expected that the ACT group would improve functioning, 
it is surprising that CBT did not have higher results. Thus supporting a contextual 
cognitive behavioural approach, and that adding extra elements to CBT for chronic 
pain might be effective.
McCracken et al. (2007) looked at "the role of mindfulness in a contextual cognitive- 
behavioural analysis of chronic pain-related suffering and disability". They looked at 
whether mindfulness could predict functioning. They describe mindfulness as "the
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practice of broad, present focused and behaviourally neutral awareness" 
(McCracken et al., 2007). They gave questionnaires to patients attending a clinical 
assessment for treatment of chronic pain. This study does not include any education 
on mindfulness being given to patients, only assessing mindfulness that patients 
naturally have. They found mindfulness was positively correlated with acceptance 
total score and that it was negatively correlated with measures of pain, emotional 
distress and disability. They found that those who reported more mindfulness 
reported less pain related to stress, depression, and interference with functioning. It 
would seem that those patients reporting higher mindfulness also reported higher 
functioning. From this study we can see that it would be a beneficial addition to pain 
management programmes to include teaching on mindfulness, so that those who 
are not ‘naturally mindful’ can learn the techniques associated with mindfulness and 
so improve their acceptance of pain, and potentially improve their functioning.
Previously, McCracken and Yang (2006) looked at "the role of values in a contextual 
cognitive-behavioural approach to chronic pain". The authors believe that this was 
the first study to look into values in chronic pain patients. The study looked at the 
discrepancy scores between patient’s values. The study used the CPVI (Chronic 
Pain Values Inventory) to look at the values of family, intimate relations, friends, 
work, health, and growth or learning. It was hypothesised that low success in living 
in accord with important values would entail greater suffering as it would mean a 
failure of their values to guide their actions (McCracken & Yang, 2006). The study 
found that success and discrepancy scores significantly negatively correlated with 
avoidance. They also found that all success scores were lower than the perceived 
importance of value scores. They found that better functioning was related to greater 
success at living according to one's values. This study gave out questionnaires at 
initial assessments. It would be useful to look at pre-and post treatment scores, to
URN: 6111394
Page 17
assess whether changes in thinking taught in a pain management program, with a 
focus on values, would change patient’s success scores and whether this would 
lead to better functioning. Though it is important to establish a relationship between 
values and functioning in chronic pain patients, it would serve a more practical use 
to look at the role of learning about values in a PMP and help that might predict 
functioning.
Wicksell et al. (2008) looked at "can exposure and acceptance strategies improve 
functioning and life satisfaction in people with chronic pain and Whiplash-Associated 
Disorder (WAD)? A randomised controlled trial". WAD develops in 14% to 42% of 
patients with whiplash injuries. WAD share symptoms with chronic pain such as 
physical symptoms such as neck pain and stiffness, as well as memory and 
concentration difficulties, fatigue, and sleep problems. Additionally WAD patients 
can also experience post-traumatic stress symptoms. This study focused on 
exposure and acceptance; patients previously avoided pleasant experiences, which 
led to disability. The intervention used in this study used pain education, values 
assessment, shifting perspective, exposure (to previously avoided situations), 
acceptance (accepting what cannot be changed) and diffusion. They found that this 
treatment group made significant improvements at the follow-up stage, compared to 
the WLC condition. Demonstrating that this intervention did have a positive effect. 
However, it is noted that there was a small sample, and this could affect the results.
Berg, et al. (2008) looked at "the effectiveness of the Hope intervention in coping 
with cold compressor pain". Though this study does not look at chronic pain but 
instead at brief acute pain, it was still thought that the cognitive intervention 
elements of this study would be relevant to psychological interventions and pain 
management. The study created a Hope intervention comprising; guided imagery,
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dialogue, strategies instruction, and a worksheet. The study found that participants 
receiving the intervention tolerated pain longer than the control condition. They also 
found gender differences in that men tolerated pain longer than women and that 
women showed a greater increase in hope. However, it also found that receiving the 
Hope intervention resulted in a marginally significant increase in reported pain 
severity. The authors question whether the Hope intervention is priming participants 
into thinking about pain more. This study shows that changes in thinking do affect 
our behaviours, and that this is evident in pain related behaviours as well. It may be 
that pain management programmes could include hope interventions as part of its 
psychological interventions. Further research into whether high hope predicts high 
functioning, and therefore low disability would be helpful.
NICE Guidelines on Low Back Pain
Recently NICE have published new guidelines on “Low Back Pain: Early 
management of persistent non-specific low back pain” in May 2009. Some of the 
content of these guidelines has caused concerns in some members of the British 
Pain Society. ‘Pain News’ magazine, published by the society, had a special edition 
in Autumn 2009 on this issue, and contains a range of views on the new NICE 
guidelines. To make sense of these issues and how they might affect practice in 
pain clinics and in pain services, I will look at the NICE guidelines (with a focus on 
the psychological elements of practice) and review the articles published by Pain 
News (Autumn, 2009) which I felt had most relevance to psychology in pain 
services.
The NICE guidelines on low back pain suggest a sequential therapies approach to 
treatment of low back pain. Suggesting patients are offered one of three primary
URN: 6111394
Page 19
treatments for low back pain. Which are; an exercise programme, a course of 
manual therapy, or a course of acupuncture. The guidelines suggest offering 
another of these three treatments if the chosen treatment “does not result in 
satisfactory improvement” (NICE, 2009). The guidelines also suggest what not to 
offer, including; electrotherapy modalities, Transcutaneous Nerve Stimulation 
(TENS), Lumber supports, Traction, or an X-ray (NICE, 2009). The guidelines state 
that a Combined Physical and Psychological treatment Programme (CPP) should 
be offered if the patient has already had one of the three primary treatments and 
“have a high disability and/or significant psychological distress” (NICE, 2009) The 
programme should include a cognitive-behavioural approach and exercise (NICE, 
2009). NICE recognise the importance of psychological factors in the management 
of pain, but as a later treatment option. However, it also states that “the 
effectiveness and cost effectiveness of psychological treatments for people with 
persistent non-specific low back pain is not known... research suggests that such 
treatments may be helpful for non-specific low back pain, but there are few robust 
data relating specifically to back pain” (NICE 2009). Those working as 
psychologists in chronic pain need to be able to present evidence to support their 
work.
The BPS’s response to the new NICE guidelines on low back 
pain
Following the publication of these guidelines in May 2009, the BPS and its members 
had concerns over the guidance; I shall explore some of the comments made in the 
Autumn edition of “Pain News”, sub-titled “The NICE Back Pain Issue. The 
controversy discussed”. In the statement issued by the BPS, they stated that the 
BPS has “serious reservations about the NICE low back pain guidelines published in 
May 2009”. They also want “clarification of the exact nature of these programmes” in 
response to the new Combined Physical and Psychological programmes (BPS,
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2009). The guidelines talk about using a cognitive-behavioural approach, but this is 
too much of a wide-term, and does not inform how a programme might be run.
There are concerns at a primary care level, as part of his “rationale for EGM of BPS” 
Dr J.C.D. Wells comments that “no provision is made for proper assessment of 
patients on physical or psychological grounds... and there is no proper 
consideration of the bio-psychosocial model” (Wells, J.C.D. 2009). The guidelines 
make no reference to the assessment flags discussed by Main and Williams (2002) 
which have the ability to resolve this issue.
The publication also includes an article by Ms Mary Ray on “A patient perspective”. 
In it she discussed the frustrations of being a patient, and how that leaving the PMP 
and self help approach to the “end of the road” is not helpful, as if it were offered 
earlier “it could help minimise patients developing unhelpful habits... help patients to 
be more open minded and realistic”. It is interesting to see a service user’s 
perspective on treatment and treatment guidelines. Perhaps from this viewpoint 
psychology could be offered at the beginning of a patient’s pain. This may help 
combat the yellow flag risk factors discussed by Main and Williams (2002) and 
Koes, et al. (2006).
Dr Chris Wells discusses the new guidelines in “A NICE guideline on Back Pain?” 
stating that “it also accepts that psychological issues are important, although not 
discussed in the introduction. In the treatment recommendations and especially in 
relation to the economic modelling, psychological issues are largely ignored. Bio­
psychosocial issues, perhaps the most important aspect are skimmed over. As 
these are of paramount importance in management, and in particular in the 
development of chronicity, this is a failing” (Wells, C. 2009) The article continues to
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discuss the new CPP programmes recommended, explaining the positive element 
which is that CPP programmes may be considered for all, but also explaining that 
the new CPP programme will be physiotherapy based with “a little bit of 
‘psychology’, perhaps given by the physios themselves” and that a CPP is cheaper 
than current PMPs. It is these elements of the guidelines, and the reaction to them, 
of what is said, and what is not said, which is of most concern to clinical 
psychologists working in pain clinics. The idea that programmes can give a very 
brief psychological input, and still claim to be based on psychology is worrying 
indeed. It is here that I must agree with the BPS statement given, asking for further 
clarification of the new CPP programme.
The BPS published “Recommended guidelines for Pain Management Programmes” 
in 2007. These guidelines outline what is to be included in a PMP and what the 
outcomes of a PMP should be. The guidelines outline working on improvements on 
physical, psychological, emotional and social parts of life, and working towards an 
“optimal level of function and self-reliance in managing persistent pain”. The 
guidelines outline working in a MDT using cognitive-behavioural principles, and that 
“there is good evidence for efficacy of cognitive behavioural management 
programmes as a package, compared with either no treatment or treatment as 
usual,” (BPS, 2007) as its reasoning behind this way of working. It outlines that 
PMPs should include; cognitive strategies to deal with psychological effects of 
persistent pain and stress, goal setting, pacing activities and to encourage patients 
to practice new skills at home. The guidelines also state that patients are usually 
referred to PMP when all else has failed and that “this is illogical” (BPS, 2007).
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Conclusion
This literature review originally stemmed from the controversy surrounding the new 
NICE guidelines for the management of low back pain, published in May 2009. It 
appears that having looked through the BPS’s reaction to these new guidelines 
there is need for clarification on what the new CPP programmes will be based on, 
and what CBT factors will be used. From the literature reviewed here it is clear to 
see that there is evidence for CBT being an effective approach to Chronic Pain. 
However, there are elements of CBT which are not effective, such as in Hoffman et 
al. (2001) who showed that CBT is not effective in reducing depression in patients 
with Chronic Pain. This is surprising. This also demonstrates that Chronic Pain is a 
complex issue and must be treated as such in treatment programmes. Recently the 
programmes have evolved to include adaptations to the CBT model, such as 
contextual-CBT and mindfulness and acceptance based therapies, such as ACT. 
These new approaches to treatment have proven to be effective, and in Vowels, et 
al. (2009) it was shown that ACT was more effective in depression and pain-related 
anxiety than the CBT treatment. The authors also expressed surprise at this 
outcome. The result of this must be that treatment must evolve with the theory it is 
based on, and it is important to include these new ideas into pain management 
programmes. Unfortunately the new NICE guidelines do not mention these newer 
“third wave” ideas and therapy, instead only referring to a cognitive-behavioural 
approach.
As an implication for practise, it is important for psychologists and pain services to 
continually evolve their services to include new ideas and new research based 
therapies for the management of chronic pain. To provide the best care possible to 
patients with chronic pain.
URN: 6111394
Page 23
References:
Berg, C.J. & Snyder, C.R. & Hamilton, N. (2008). The effectiveness of a hope 
intervention in coping with cold compressor pain. Journal of Health Psychology, 13, 
804-809.
British Pain Society (2007). Recommended guidelines for pain management 
programme for adults. London: British Pain Society.
British Pain Society (2009). British pain society statement on the NICE guidelines for 
the early management of persistent non-specific low back pain. Pain News, autumn, 
18
Eccleston C. (2001). Role of psychology in pain management. British Journal of 
Anaesthesia. 87(1) 144-52.
Guzman, J. & Esmail, R. & Karjalainen, K. & Malmivaara, A. & Irvin, E. &
Bombardier, C. (2001). Multidisciplinary rehabilitation for chronic low back pain: 
systematic review. British Medical Journal, 322, 1511-1516.
Hoffman, B.M. & Papas, R.K. & Chatkoff, D.K. & Kerns, R.D. (2007). Meta-analysis 
of Psychological Interventions for chronic low back pain. Health Psychology 26 (1) 
1-9.
Koes, B.W. & van Tulder, M.W. & Thomas, S. (2006). Diagnosis and treatment of 
low back pain. British Medical Journal, 332, 1430-4.
URN: 6111394
Page 24
Main, C.J., & Williams A C de C, (2002). ABC of psychological medicine: 
Musculoskeletal pain. The British Medical Journal, 325, 534-537
McCracken, L.M. & Gauntlett-Gilbert, J. & Vowles, K.E. (2007). The role of 
mindfulness in a contextual cognitive-behavioural analysis of chronic pain-related 
suffering and disability. Pain, 131, 63-69.
McCracken, L.M. & Yang, S-Y. (2006). The role of values in a contextual cognitive- 
behavioural approach to chronic pain. Pain, 123, 137-145.
Morley, S.& Eccleston, C. & Williams, A. (1999). Systematic review and meta­
analysis of randomized controlled trials of cognitive behaviour therapy and 
behaviour therapy for chronic pain in adults, excluding headache. Pain. 80, 1-13.
National Institute for Health and Clinical Excellence (2009). Low back pain. Early 
management of persistent non-specific low back pain. London: National 
Collaborating Centre for Primary Care.
Ray, M. (2009). Intervention versus pain management? A patient perspective. Pain 
News, autumn, 38.
Turk, D.C., Gatchel, R.J. (1996). Psychological approaches to pain management. A 
practitioner’s handbook. New York: The Guildford Press
URN: 6111394
Page 25
Vowles, K.E. & Wetherell, J.L. & Sorrell, J.T. (2009). Targeting acceptance, 
mindfulness, and values-based actions in chronic pain: findings of two preliminary 
trials of an outpatient group-based intervention. Cognitive and Behavioural Practice, 
16, 49-58.
Wells, C. (2009). A NICE guideline on back pain? Pain News , autumn, 33.
Wells, J.C.D (2009). Rationale for extraordinary general meeting (EGM) of the 
british pain society (BPS). Pain News, autumn,19.
Wicksall, R.K. & Ahlqvist, J. & Bring, A. & Melin, L. & Olsson, G.L. (2008). Can 
exposure and acceptance strategies improve functioning and life satisfaction in 
people with chronic pain and whiplash-associated disorders (WAD)? A randomized 
controlled trial. Cognitive Behavioural Therapy. 37 (3), 169-182.
Williams, A.C. & Nicholas, M.K. & Richardson, P.M. & Pither, C.E. & Fernandes, J. 
(1999). Generalising from a controlled trial?: the effects of patient preference versus 
randomization on the outcome of inpatient versus outpatient chronic pain 
management. Pain, 83, 57-63.
Williams, A.C. & Richardson, P.M. & Nicholas, M.K. & Pither, C.E. & Harding, V.R. & 
Ridout, K.L.ef al. (1996). Inpatient vs. Outpatient pain management: results of a 
randomised controlled trial. Pain, 66, 13-22.
URN: 6111394
Page 26
Problem Based Learning Reflective Account
Year 1 June 2010
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The Original Problem
The Problem Based Learning (PBL) exercise was centred on the topic The 
Relationship to Change’. The task was to create a 20 minute presentation around 
this topic in our Personal and Professional Development (PPD) groups. The groups 
were of 8 trainees and 1 staff member facilitating 3 of 6 of the sessions leading up to 
the presentation
The ‘Relationship to Change’ topic was very broad, as a group we discussed 
different areas of change, including the different levels of change, different models, 
and factors effecting change. As a group we decided that we needed to research 
these different areas of change, and discuss what we found. After this information 
gathering stage we were able to identify a main theme from all our different findings 
and ideas; ‘resistance to change’. We decided that resistance to change in a 
therapeutic context would be a good topic to focus on at as it relates to our clinical 
practice and any difficulties we might encounter when on placement.
The Presentation
Having decided on the theme of ‘Resistance to Change’ for our presentation we 
looked further into the models of resistance in therapy. The three theories which 
arose from the group’s reading were; Leahy’s (2002) ‘Investment Model’ which looks 
at “sunk-costs”, looking at how commitment to a bad investment is hard to break, 
and what it means to abandon that bad investment. The second theory was Leahy’s 
(2007) ‘Emotional Schemas and Resistance to Change’ where emotional 
dysregulation, a fear of negative emotions, underpins resistance. The third set of 
theories were from a psychodynamic perspective on change including Freud’s 
(1933) ego defence, Fairbairn’s (1952) fear of bad objects transference, and Au Id et 
al’s (2005) where the therapist is perceived as an attacker of the repression.
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After identifying these theories on resistance to change we looked at how to 
overcome resistance to change in therapy. We felt that this was an important 
learning point for all members of the group, as we had predicted we might meet 
some resistance when on our clinical placements. We found three methods for 
facilitating change. These were; Leahy’s (2006) Validation, including the difficulties 
around change, Rollnick and Miller’s (1995) Motivational Interviewing, and the 
psychodynamic approaches of Buckley (1996), creating a safe therapeutic 
relationship and Au Id et al’s (2005) putting a spotlight on anxiety.
As a group we favoured the Motivational Interviewing approach and wanted to 
expand on that in our presentation. We favoured this approach as the techniques 
were clear, some had heard of the approach and were keen to find out more, and it 
appeared to be an approach we might be able to use on placement. We wanted to 
include the technique in the presentation, and to do this we devised a role play; 
firstly showing resistance to change in a therapeutic relationship, and then using 
motivational interviewing techniques to overcome that resistance. The techniques 
we demonstrated were; amplified reflection, where the therapist exaggerates the 
point being made by the client to such an extent to get the client to disagree with 
them, double-sided reflection, where the therapist reflects the current point being 
made and a previous contradicting point, and rolling with resistance, where the 
therapist goes with the point being made by the client. (Miller & Rollnick 1991).
As a group we decided upon using role play in our presentation, and were in role for 
75% of the presentation. The presentation took the form of a lesson on resistance to 
change, with members of the group giving the theories of resistance and theories of 
how to overcome resistance as answers to the lecturer’s questions. The motivational 
interviewing techniques were part of a Video’ being played to the class. As a group 
we added humour into the presentation as we felt that it would be a more engaging
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and dynamic way to present our findings, making it memorable for both the 
audience and ourselves.
The group process
In reflecting upon and evaluating the process of creating the presentation it is 
possible to identify strengths, weaknesses and any changes in the group process. I 
feel that as a group we worked well together, and were task focused, able to 
research the topic and share with the group our findings. However, during the 
research part of the process the weakness in the group would be that we were too 
task focused, only looking at the research evidence for information for the 
presentation. We were not reflecting on the process as a group, or discussing at 
length how we felt things were going. On reflection this may have been because we 
did not feel safe enough in the group to do this, and were still processing the 
anxieties of being on the course, getting to know one another and exploring what the 
group space was for. I felt an expectation to produce results, and share information 
in order to contribute to the group presentation. Although as a group we were 
friendly to each other and there had been no arguments, I feel as though we were 
only at a surface level of interaction and not wanting to go any deeper.
When discussing how to present all the information we had gathered I noticed a 
change in the group. Finally we were able to be creative, and the group gained 
energy from this creative process and were able to work with each other’s ideas and 
build on them. We were conscious in this phase not to get too carried away and 
remain task focused.
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Relevance to Practice
In going through the process of researching, preparing and giving a presentation in 
a group I feel that there are many elements which are relevant to my current clinical 
practice. These elements include; the practical group skills, the knowledge gathered 
on the topic of change, and techniques for therapy.
Working in a team can be a challenge, particularly when working with other 
professionals and wanting to get your opinion across in an assertive manner. It is 
also important to create good working relationships within the team. These elements 
of working in a team were also important when working in the group preparing for 
the presentation. We all wanted to contribute to the sessions and had different 
knowledge and different opinions to share. I feel we were able to share things in the 
group, but were aware of the need to be polite and courteous to one another, at 
times too much so, over apologising when having group discussions for interrupting 
each other, or wanting to add to a point. However, we were able to address this 
issue. In the group there was a great emphasis on collaboration, I feel this may be 
because at the time we were having lectures on therapy skills and collaboration was 
a key topic at the time. However, in practice this emphasis on collaboration might 
not always be present, as it would be naive to expect all members of the team to 
share an opinion and to always get along, but to remain professional. In the group I 
appreciated the diverse range of ideas and experience in the group. I feel that this 
enabled the group process, and it meant that there was a range of ideas in group 
discussions. When on placement and working in new teams I found that there was 
an element of over politeness, in not wanting to voice opinions which were different, 
or bringing a new take on a matter. I feel this was because I was a new member in 
an established team. I think this reflected my position in the group, gaining 
confidence to speak and add to the discussion further as the group became
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established. However, after building up good working relationships with others, and 
observing other professional relationships in the teams I am currently working in I 
feel more comfortable and confident in offering my opinion, which may be different, 
and as a result having more meaningful conversations, especially around clinical 
practice. I feel that the ability to work well together as a team or group is a vital part 
of practice, which is most evident when teams do not work well together. In previous 
work I have observed ‘splits’ in teams professionally, which originally arose from 
personal differences, and seen the negative effects this has on patient care.
On placement at the moment I have been observing a group run by the service. It is 
interesting to note the difference in group dynamics between the first and last 
sessions, with participants sharing more information and adding to the group 
conversations throughout the weeks. This maybe for various reasons some of which 
may be that participants feel they can be more open with people they have gotten to 
know and also getting used to the process of the sessions, that the facilitators will be 
asking them questions, and asking for examples and thoughts on the matter being 
discussed. Through observing the groups I have noticed a similarity with how our 
PBL group evolved as we got to know one another better, feeling more comfortable 
to contribute each week, learning from one another and adapting to each other’s 
working styles.
I feel the theory-oriented part of the process is the most relevant to my clinical 
practice at present. I have been able to learn about the different models of change, 
and why change can be difficult. By learning how difficult it can be to change I have 
been able to appreciate further the demands of therapy on clients, and that asking 
them to abandon previously unsuccessful coping strategies and adopt alternative 
strategies and ways of thinking is a greater challenge than I had previously thought.
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In particular Leahy’s (2003) sunk-costs theory seems most relevant to therapy as 
this relates to admitting to defeat and admitting that this old way is not necessarily 
the best way and to try something else, which is what we are asking our clients to 
do, with help, in therapy.
Conclusions
I enjoyed the PBL process, and the opportunity for a different way of learning. I feel 
that I have learnt about group process and my way of learning in a group. I feel that 
the observations I have made so far in my own clinical practice will help me develop 
further my team working skills and ability to integrate into a team. Also through 
thinking about change in therapy I feel it is important to continue to explore the 
reasons and explanations for difficulties in therapy in terms of difficulties and 
resistance to change.
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Summary: Personal and Professional Learning 
Discussion Group Process Account.
Year 1: July 2010
I was initially keen to contribute to group discussions during the Problem Based 
Learning (PBL) task, and anxious to prove myself. As the group continued I felt the 
style in which we fed back placement progress was artificial, and did not address my 
needs, or the needs of the group. I felt that as a group the genogram exercise did 
not go as well as it could have, as the sharing of personal history felt forced and 
time-limited. During this time I gave myself little time to present my genogram, 
reflecting my initial thoughts that there was little diversity or interest in my genogram, 
however, I found myself wanting to discuss different points which arouse, but did not 
due to time constraints.
I felt that as a group we did not use the space as we initially wanted, and 
discussions became unfocused and unorganised, which was reflected in the lack of 
chair and scribe in the second half of the year. At the end of the year our facilitator 
reflected to us that she had made a conscious decision to step-back, in order for us, 
as a group, to find our way and take ownership.
The group provided an important space to reflect on clinical issues, such as 
diversity, power and endings. These themes have also been reflected in the groups’ 
dynamics. I felt the group reflected team working, and the change within teams, and 
the effort and leadership required to continue to use the group effectively.
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Professional Issues Essay:
Moving beyond the distress/disability of the 
individual: how can clinical psychologists work with 
local communities to reduce the stigma and 
discrimination that lead to social exclusion?
Year 2 January 2011
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Introduction
I will be focusing on the stigma and discrimination associated with mental health 
difficulties, and the impact that has on the individual, as well as the impact on 
families and communities. I will also be looking at different elements of communities, 
who are the intended targets of any anti-stigma work, and the impact mental health 
has on the community. I have included two broad models of practice; recovery and 
social inclusion, I will pay particular attention to how these models can inform the 
work of clinical psychologists, on an individual level and on a community level. I will 
also look at what has been done to target the impact of stigma by psychologists, and 
other health care professionals (HCPs), as well as charities and service users. I will 
be evaluating research1 on anti-stigma campaigns and initiatives, and looking at 
suggestions for future work. My focus will be on what clinical psychologists can 
contribute to the work being done to reduce stigma.
The effects of Stigma on the individual
What is Stigma?
To begin it may be helpful to review briefly what is meant by the term ‘stigma’. A 
dictionary definition of stigma tells us it is “a mark of disgrace associated with a 
particular circumstance, quality, or person” (oxforddictionaries.com). However, there 
is more to stigma than this simplified definition. Corrigan and Kleinlein (2005) 
discuss three elements of stigma; stereotypes, (negative beliefs about groups) 
prejudice, (agreeing or emotionally reacting to that belief) and discrimination
1 I have decided to include research based in the USA as I feel th at although the health service is structured 
differently, and there are historical and cultural differences between the tw o nations there are enough 
similarities and a shared popular culture which makes the research relevant to healthcare professionals in the  
UK. I have also included European and international research where relevant; in order to incorporate ideas into 
the practice of UK based clinical psychologists.
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(responding to those held negative beliefs). Corrigan and Kleinlein (2005) go on to 
define two categories of stigma; public stigma, where negative stereotypes are 
enforced by the general public, and self-stigma, where individuals apply stigma to 
themselves. From the literature it would seem that most of the work to challenge 
stigma focuses on challenging public stigma, in relation to the impact stigma has on 
the individual.
The stiama of mental illness
Crisp, Gelder, Rix, Meltzher and Rowlands (2000) (cited in Knifton, Gervais, 
Newbigging, Mirza, Quinn, & Wilson, et a i, 2009) state that mental health problems 
attract stigma relating to dangerousness, social distance, blame (for their mental 
illness) and pessimism (regarding their recovery). The public also perceive mental 
illness as rare (Feldmen &Crandell, 2007). People with mental illnesses are seen as 
an out-group, and as a result experience discrimination in the form of coercion, 
withholding help, avoidance, and segregation (Corrigan & O’Shaughnessy, 2007). 
This discrimination has an impact on the individual, with stigma being seen as the 
greatest barrier to recovery for people with mental illness (Perese, 2007). The 
stigma of mental illness is also manifested in the level of victimization in individuals 
with mental illness. Teplin, McClelland, Abram, and Weiner (2005) (cited in Perese, 
2007) found that victimization was 12 times higher for those with mental illness, 
including verbal and physical abuse. Stigma results in a negative physical and 
psychological impact on the individual.
What is the impact of stiama on the individual?
The Social Exclusion Unit (2004) (cited in Pinfold, Thornicroft, Huxley & Farmer, 
2005a) found that stigma was impacting on employment, social activities and 
recovery and social inclusion. Lyons, Hopley and Horrocks (2009) report that stigma 
impacts all areas of an individual’s life, including employment and socialising with 
family and friends, as well as activities such as going to the shops. They found that
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stigma from communities was widespread, with accounts from individuals of name- 
calling, avoidance, and a lack of service in shops. The research found that these 
experiences can be very difficult, and had a negative impact on an individual’s self­
esteem. It would seem that activities which most of us would take for granted, such 
as going to the shops, are impacted and limited due to stigma. As a clinician it is 
important to gain an understanding of the difficulties an individual with severe mental 
illness may face, due to, in part, their mental illness, as well as the stigma they face 
in their communities.
How do individuals respond to stiama?
Pinfold, Byrne and Toulmin (2005b) conducted focus groups to find out service 
users’ experiences of stigma. There were three main themes identified; 
disempowerment; diminished credibility; and avoidance by others. The study 
identifies four ways of reacting to stigma; avoidance, resignation (and tolerance in 
some cases), challenge, and distancing. It was not identified which of these 
reactions was the most helpful or unhelpful for service users. However, in my 
opinion, it would seem that avoidance and distancing are not helpful strategies, and 
acceptance rather than resignation or tolerance may be more helpful. Nevertheless, 
it is important that we challenge false perceptions of mental illness. Pinfold et al., 
(2005b) reported ways to combat stigma, which were identified by the participants. 
These included; improving the treatment they receive and the attitude of the staff, 
increasing public mental health literacy and language. In terms of language there 
was a mixture of opinions; using everyday language to describe their problems, or 
claiming back the language of mental illness (Pinfold et al., 2005b). I think that the 
language of mental illness is important when working to reduce stigma, as negative 
and derogatory terms for people with mental illness are pervasive in our society, 
including in healthcare services. We, as HCPs need to find a way to use language to 
normalize mental illness, without the negative and stigmatizing connections.
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Working with communities
The stiama exhibited by communities
Bertram and Stickley (2005) found that nurses working in the community perceived 
a culture of tolerance towards their clients, as opposed to acceptance. There were 
reported incidents of local residents wanting “difficult” individuals to be moved 
elsewhere, which angered the staff, however, there was no reported attempt made 
to work with the community to resolve these issues. Borinstein (1992) (cited in 
Perese, 2007) found that two thirds of respondents to a survey did not want a group 
home for those with mental illness in their neighbourhood, and three quarters did not 
want individual flats for those with mental illness either. This led to the notion of “Not 
In My Back Yard” (NIMBY), where it seems, members of the general public are 
tolerant in principle, so long as they don’t have to directly deal with the issue. I think 
that when the issue is, literally in this case, ‘too close to home’ it might act as a 
trigger to stereotypical beliefs about people with mental illness. The beliefs might 
include dangerousness, which due to other factors such as protecting their children, 
mean people may emotionally react to their beliefs. This may then result in them 
acting on those beliefs, and therefore displaying discriminatory behaviour.
What do we mean by community?
Wong, Sands, and Soloman (2010) researched different meanings of community. 
They proposed that mental health services should not limit their definition of 
community to geographical community. In their research they identified four types of 
community; cultural identity, treatment community, faith community, and 
neighbourhood. These types of communities shared characteristics of togetherness 
and acceptance. The most supportive and accepting community in this study was 
faith communities, which participants described as accepting and supportive. This 
meant that participants felt they were members of these communities, and felt able 
to contribute to their communities. This is linked to the importance of socially valued
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roles in the recovery model. Ahern and Fisher (2001) (cited in Perese, 2007) state 
that recovery involves becoming a member of the community, as well as a 
meaningful social role, relationships and a sense of identity. When thinking about 
working with communities to reduce stigma it is important not to limit that work to 
neighbourhood communities, but to extend it to the many different types of 
communities.
However, as well as acceptance by the community Wong et al., (2010) also 
discussed rejection by the community, and the effects that it has on the individual. 
This was relevant to participants in residential community care. Participants 
discussed feeling outside of their neighbourhood community, saying that people did 
not accept or understand them due to their mental illness.
Individuals from ethnic minority communities may also feel they are rejected and 
misunderstood by their communities. They may feel that they suffer from the double 
stigma of suffering from a mental illness, and being from an ethnic minority group, 
as well as differing types of stigma from their community, based on cultural beliefs 
about mental illness and the consequences of mental ill health. Knifton etal., (2009) 
suggested that there is a greater emphasis on shame in ethnic minority 
communities. There is also a wider range of beliefs about the cause of mental health 
problems, which does not fit with the dominant medical model (Glasgow Anti-Stigma 
Partnership, 2006, cited in Knifton etal., 2009). They suggested that mental health 
professionals need to work with cultural explanations of mental ill health. Research 
by Roberts, Robinson, Topp, Newman, Smith, and Stewart, (2008) suggested that 
individuals from ethnic minority communities do not seek out help from mental 
health services due to the stigma attached to mental health. Roberts etal., (2008) 
suggested that the link to dangerousness was discouraging people from seeking
URN: 6111394
Page 41
help. It is important that as clinicians we are able to target stigma in a range of 
communities, and provide support for those who need it.
Rosen (2003) described research conducted by the World Health Organisation 
(WHO) which found that individuals with schizophrenia have better long-term 
prospects in ‘developing countries’ as opposed to ‘developed countries’. The 
reasons hypothesised for this included greater social inclusion, retaining a role in 
society, having a valued work role available, lack of isolation for the family, and an 
extended social network for the family (thus relieving any potential ‘carer burden’). It 
would seem that the community itself can be a protective and supportive factor for 
the individual. This structure may still be present in ‘developing countries’ due to the 
lack of geographical movement in families, and values placed on family and social 
networks. In these communities there is a lack of a sense of shame in families. This 
may mean the family does not reject the individual, which avoids beginning the 
stigmatizing process. From this research it seems that good community links are 
important, not only for the individual, but also for the family and community as a 
whole. If we were to reduce the stigma of mental illness it could be inferred from this 
research that it would benefit the whole community. When working with communities 
it may be worthwhile exploring the benefits they would get from increasing their 
levels of acceptance, and altering their stereotypes of people with mental illness.
How can we use psychological models to inform our work?
Recovery Model
Before discussing recovery in relation to stigma, it may be helpful to briefly outline 
recovery and what it means in relation to mental illness. Personal recovery in mental 
illness is made up of four main areas; hope (looking to the future and working 
towards increasing quality of life), identity (moving beyond the identity of a patient, 
or the diagnosis), meaning (making sense of the illness and the impact on the
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future, and the individuals’ goals), and personal responsibility (actively moving 
towards a full and meaningful life, as an individual, and in the community and 
society as a whole) (Slade, 2009). As part of personal recovery it is important to 
develop a socially meaningful role (Ahern & Fisher, 2001, cited in Perese, 2007). 
However, stigma leads to exclusion within the community, preventing the individual 
from integrating into it (Perese, 2007), and has the potential to impact the other 
domains of recovery, such as identity.
Self-identity is linked with different roles that an individual may have, including 
family, social and vocational roles. It is important in recovery that the individual 
successfully and meaningfully fills these roles, so that self-identity is not related to 
mental illness alone. An increased self-esteem and self-worth are associated with 
multiple role identities (Cohen, Doyle, Skoner, Rabin, & Gwaltney, 1997, cited in 
Perese, 2007). It is this impact on self-esteem and self-worth which, as a clinician, 
makes the impact of stigma on an individual significant, as stigma could affect the 
progress of any therapeutic work.
How can the recovery model help to reduce stiama?
As part of the recovery model it is important for individuals to develop relationships 
and socially meaningful roles. Employment is a part of recovery in the sense that it 
provides a meaningful role, and expands the identity of an individual from a patient, 
to a member of the community. Perkins, Rains, Tschopp and Warner (2009) 
researched attitudes around employment, mental illness and dangerousness, by 
asking participants about their attitudes towards characters in vignettes. They found 
that employment reduced the levels of social distance for individuals in employment. 
They concluded that gainful employment significantly de-stigmatizes somebody who 
has a mental illness. They suggested that services focus on employment or 
voluntary work as part of the recovery process, not only due to the impact 
employment has on the stigmatizing attitudes of others, but also the financial, social
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and psychological benefits for the individual. However, Lyons etal., (2009) found 
that people with mental illness experienced stigma surrounding employment, with 
difficulties gaining employment, difficulties around the issue of disclosing a mental 
illness, and discrimination from colleagues if their mental illness is known in the 
workplace. Whilst it seems clear that employment is of great benefit, there are 
practical difficulties associated with it. Perkins etal., (2009) failed to address how 
individuals should go about reducing the difficulties faced by people with mental 
illness, which are effected by stigma, in the employment process. I think it is 
important as a clinician to encourage employment opportunities, and to encourage 
and educate employers about employing somebody with a history of mental ill- 
health. It may be that the ‘work community’ is also a focus for clinicians to focus on, 
in order to create a sense of togetherness and acceptance in the workplace.
Lyons et al., (2009) noted that families can also be impacted by the stigma of mental 
illness. This can include social stigma and social isolation, which can have a 
negative impact on a family member’s well-being (Parr, 2009). As a result it is 
important to use the recovery model, not only with, but for the family. Family 
members may also have to cope with feelings of loss, including a loss of hope, and 
a loss of the person they once knew (Pepper & Perkins, 2003).
Social Inclusion
Social Inclusion policy
Social inclusion is being promoted by the NHS, the Department of Health, and 
mental health services generally. The National Social Inclusion Programme (NSIP) 
cites twelve policy documents which refer to social inclusion and mental health, 
published between 2002 and 2007 (www.socialinclusion.org.uk). As this is such an 
important part of the work that mental health services are meant to be providing, the 
NSIP have developed a set of outcome frameworks to monitor social inclusion
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(NSIP, 2009). These outcomes relate to individual and personal recovery goals, 
covering; Community Participation, Social Networks, Employment, Education and 
Training, Physical Health, Mental Wellbeing, Independent Living, and 
Personalisation and Choice. It is interesting to note that community participation is 
the first of these outcomes, and includes communities based on faith, 
neighbourhood, work, as well as participating in groups, hobbies, and leisure 
activities. It is positive to see that Wong e ta l./s  (2010) definitions of community 
were already incorporated into this policy. By supporting and working with this 
policy, clinical psychologists may be able to promote the reduction of stigma through 
social inclusion initiatives in health care services. However, this effort appears to be 
one-sided, with the individual making attempts to integrate into the community, but 
there is a lack of recognition in this document (NSIP, 2009) that the community 
needs to accept the individual for that to be possible.
In 2009 the government set out its aims for mental health. It was the governments 
‘vision’ that stigma will dramatically decline in the next 10 years, and that public 
awareness of mental health problems will increase (New Horizons, 2009). They 
appear to aiming (or envisioning) an idealised society, in which people will accept 
mental illness, understand the causes, recognise the signs, and understand the 
recovery model approach (New Horizons, 2009). This is also what clinical 
psychologists working to reduce stigma are working towards. However, what they do 
not make clear in this document is how they intend to go about this, or make 
reference to where they might expand on the actions which need to be taken in 
order to create this culture of acceptance. In 2010 the coalition government 
launched the ‘Big Society’ programme. This programme has a heavy emphasis on 
communities, and what communities can do together and for themselves, in order to 
create a fairer society (Cabinet Office, 2010). As part of this ‘Big Society’ there is an 
emphasis on becoming more involved with your own community, and the
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government pledge to support charities and social enterprises. It seems to me that 
with this pledge to support community work, and an emphasis on community it is a 
crucial time for clinical psychology to engage with government in order to include 
social inclusion as part of the bringing together of communities, and the importance 
of this for the community, and not just the individual being marginalised. However, 
as Prutton (2010) stated that the media do not seem to understand what a 
psychologist does, or that psychology is a science. Prutton (2010) also includes the 
argument that we need to make psychology more relevant and marketable, to which 
I would agree. At this critical time of change in NHS and public health policy, clinical 
psychology as a profession needs to make sure it is visibly involved in order to 
reduce the stigma of mental illness.
Social Inclusion and Community care
Perese (2007) states how important a home is for an individuals’ recovery. However, 
integrating into communities can be difficult. Part of this is related to the presence of 
mental health teams in the community. Knight and Maloney (2005) researched the 
attitudes of a CMHT team when moving to a new building. The move was from a 
seemingly anonymous building in a residential area, into a new, centralised building 
in town. There were concerns about the move, the new level of visibility in the new 
building, and the impact this may have on the clients. The participants felt that 
stigma towards mental health was reducing, as awareness was increasing.
However, the researchers were more cautious, suggesting that the team’s new 
neighbours may not be happy with the move, thus increasing stigma towards the 
clients. This relates to the notion of “Not in my back yard” (Borinstein, 1992, cited in 
Perese, 2007). It is important that as mental health services develop they consider 
the impact of potential stigma on their clients, and plan accordingly. It may be a role 
of the clinical psychologist in teams to raise this issue.
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Ekeland and Bergem (2006) looked at how people integrate themselves into rural 
communities in western Norway. Participants spoke about the need to stay in the 
communities they were in. However, they also spoke about loneliness, and not fitting 
in. Some participants accepted their identity as a person with mental illness, and 
went to the local day centre. Ekeland and Bergem (2006) concluded that these 
individuals were integrated, but not normalized in the community. Other participants 
did not accept the identity of a person with mental illness, and did not attend the day 
centre. However, these individuals were reported to be more stressed, experiencing 
conflicting identities, and felt marginalized as individuals. This research would 
suggest that it is better to be part of a discriminated group, and accept being part of 
that group as a part of your identity, as opposed to being a discriminated individual, 
holding the stress of stigma on your own, and not accepting parts of your identity.
The researchers suggest an individualised approach, and working towards 
developing a positive self-identity. This relates to personal recovery, which is 
focused on individuals’ values and personal goals, as well as self-identity. This 
research suggests that some individuals are not seeking the support they need due 
to the stigma attached to mental illness. However, the researchers appear to have 
put that responsibility solely on the individual. Nonetheless, acceptance may also 
need to extend to the community, accepting other peoples individual identities, and 
how all members of the community can and do contribute, to the benefit of the whole 
of society.
Current work being done to reduce stiama
To understand the role that clinical psychologists could have whilst working with
communities to reduce stigma and social exclusion, it is important to see what work 
has already been done by various professions (government and voluntary 
organisations) and evaluate what has, and has not, worked well.
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Research evidence
Watson and Corrigan (2005) identified three ways to target stigma; protest, 
education and contact. Corrigan etal., (2001) (cited in Watson & Corrigan, 2005) 
found that contact with a person with a mental illness was the best method for 
changing attitudes about mental illness. It was noted that contact needed to contain 
four essential elements; equal status, common goals, a lack of competition, and be 
endorsed by those in authority (Allport 1954/1979, cited in Watson & Corrigan,
2005).
Pinfold, etal., (2005a) developed a series of workshops on mental health 
awareness. These workshops were targeted at those who worked with adults with 
mental illnesses, but had not undergone training in mental health, e.g. housing 
officers. They also delivered these workshops in schools to Year 10 pupils as part of 
Personal, Social, and Health Education (PSHE) lessons. The workshops were co­
facilitated by service users, carers, and HCPs; making it a contact based 
educational approach. The findings showed that participants had found it useful, and 
that personal experience of mental health problems was an important factor in 
positive attitude change. However, there were concerns that this positive attitude 
would not translate into long-term behaviour.
There have been many educational campaigns to reduce the stigma of mental 
illness. Lyons et al., (2009) cite several in their review of the work done in the past 
decade on stigma. The Royal College of Psychiatrists created the ‘Changing Minds’ 
campaign in 1998, which ran for 5 years and focused on providing materials about 
mental illness (www.rcDsvch.ac.uk). However, Crisp, Gelder, and Goddard etal., 
(2005) (cited in Lyons et al., 2009) stated that there was an insignificant positive 
change in attitude following the ‘changing minds’ campaign. An alliance of five
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Scottish mental health organisations (Highland users group (HUG), penumbra, royal 
collage of psychiatrists-Scottish division, Scottish association for mental health 
(SAMH), support in mind Scotland) created the ‘see me’ campaign in Scotland in 
2002 (www.seemescotland.org.uk). The ‘see me’ campaign had a positive outcome 
with a 57% reduction in derogatory terms (Scottish Executive, 2004) . The success 
of the ‘see me’ campaign compared to the ‘changing minds’ campaign may be due 
to the evolution of the ‘see me’ campaign, which has continued to grow since 2002, 
using TV, radio and print advertisements. Updating the advertisements used, as 
well as using their website and Facebook page to gain support 
(www.seemescotland.org.uk). I think that the continued updating and expansion of 
the campaign is part of the success, and is an important factor for clinical 
psychologists to remember when getting involved in reducing stigma.
Kirkwood and Stamm (2006) instigated and evaluated a ‘social marketing’ campaign 
to challenge stigma. A key element of this campaign was that it originated from 
service users who, with the help of psychologists, created the campaign. The 
campaign comprised of several elements including; TV adverts, TV documentaries, 
a video for high school students and a mentor scheme for middle school children -  
Better Todays Better Tomorrows (B2T2). This campaign took place in the state of 
Idaho, USA. The outcome measure was the level of calls to a mental health support 
line, which increased fivefold. A survey following those who participated in B2T2 
showed a 53% positive change in attitudes. However, a survey following the TV 
campaign found that only 9% of respondents had seen the campaign, indicating a 
lack of exposure. This campaign was relatively short, and localised, meaning that it 
did not have the impact it may have hoped for. It is important here to refer back to 
the ‘see me’ campaign, which is a long-standing, widespread, national campaign. It 
is important to have the resources available to make an impact on the general public 
in relation to the stigma of mental illness.
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What could be done?
Why clinical psychology?
Clinical psychology is in a position which lends itself to being able to reduce the 
stigma of mental illness. Winum (2003) discusses five unique characteristics of 
psychologists in leadership. These five qualities are; knowledge of human 
behaviour, expertise in assessment, expertise in changing behaviour, expertise in 
measuring results, and working in a professional and ethical way (Winum, 2003). I 
think that these leadership qualities also make the profession active agents of 
change. In particular, a knowledge of human behaviour and an expertise in 
changing behaviour, uniquely position psychology to implement any work or 
intervention, with communities. Having expertise in assessment and measuring 
results means we are qualified to measure any change in communities. The Division 
of Clinical Psychology (DCP) state that the unique qualities of clinical psychologists 
involve their ability to; assess, formulate, provide interventions, evaluate, and 
research (DCP, 2001b, cited in Cheshire & Pilgrim, 2004). It could be argued that all 
psychologists are able to facilitate the reduction of stigma in communities, none 
more so than community psychologists. Community psychologists work in and with 
communities, involving large numbers of people and are active in social change 
(Cheshire & Pilgrim, 2004). Clinical psychologists have increased their leadership 
role by becoming managers in the NHS (DCP, 2001b, cited in Cheshire & Pilgrim, 
2004) and positioning themselves as mediators of local developments in psychology 
(Cheshire & Pilgrim, 2004).
It is possible for other HCPs to work towards the reduction of the stigma of mental 
illness. Psychiatric nurses have already been involved in the research of stigma, and 
represent a larger workforce than clinical psychologists. They also work in a large 
variety of locations, including the community, and have the potential to instigate
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change in attitudes. Psychiatrists have already worked towards reducing stigma, 
highlighted by the Royal Collage of psychiatrists ‘Changing Minds’ campaign. A 
position statement by consultant psychiatrists was published in two NHS London 
trusts in 2010 in regards to the recovery model (South London and Maudsley NHS 
Foundation Trust & South West London and St George’s Mental Health NHS Trust, 
2010). It was a positive statement, suggesting that psychiatrists embrace a new way 
of working, which would benefit them as well as service users. In my opinion it would 
seem that clinical psychology is not uniquely placed to reduced stigma. However it is 
important for clinical psychologists to use their knowledge and skill-base, alongside 
other HCPs, service users, carers and members of the general public in order to 
reduce stigma.
What could be done by clinical psychologists?
The medical model is currently the dominant model in mental health services (Slade, 
2009). I think that clinical psychologists need to work within that system to promote 
the use of talking therapies and using a psychosocial model to services. Lyons et 
al., (2009) noted that stigma could be reduced if clients are able to access talking 
therapies sooner, instead of just relying on medication. This approach moves 
towards recovery, instead of just the reduction of symptoms. As clinical 
psychologists we need to address stigma with our clients in sessions in order to 
provide strategies and skills to cope with the individual impact of stigma (Feldmen & 
Crandall, 2007).
Pinfold et ai, (2005b) found that participants thought that stigma could be combated 
by reforming the psychiatric system, by changing the attitude of the staff, and 
reducing the sense of ‘them’ and ‘us’. Bolton (2003) (cited in Perese, 2007) stated 
stigma could be reduced by looking at staffs’ own attitudes, and refocus staff to look 
at their own knowledge base on mental illness, reflecting on the language they and 
others use, as well as becoming an advocate.
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What are the challenges faced by clinical psychologists when working to reduce 
stigma?
Clinical psychologists could become involved with the anti-stigma campaigns that 
have been developed by other healthcare professionals, charities, government 
organisations, and psychologists. However, Lyons et ai, (2009) compared their data 
to research conducted by Lyons (1997). They concluded that the stigma of mental 
illness was as strong in 2009 as it was in 1997. It seems that this approach is not 
working consistently. This may be due to other factors which are overtly or covertly 
promoting stigma by reinforcing stereotypes. For example, local government 
ministers are planning on setting up a “wet-zone” for ‘anti-social drinkers’ so that 
they are away from tourists and shoppers, (www.telegraph.co.uk, 2011) effectively 
segregating them from the rest of society. There are high levels of co-morbidity 
between mental illness and substance misuse (Weaver, Hickman, Rutter, Ward, 
Stimson, & Renton, 2001) and whilst this is not an issue directly relating to mental 
illness, it does reinforce the stereotype that alcoholics are dangerous people, 
potentially reinforcing negative attitudes towards community care.
Conclusion
The stigma of mental illness has a significant and negative impact on individuals, 
families, and communities. It is important to work with a range of communities in 
order to combat stigma. By drawing on recovery and social inclusion we can use 
evidence-based practise to guide our work when working with individuals, and the 
community. There have been many anti-stigma campaigns developed. It would 
seem that these campaigns are most effective when there is contact with a person 
with mental illness, and there is an element of education which disconfirms people’s 
stereotypes that mental illness is rare, dangerous, and the person is to blame. As 
healthcare providers we have the opportunity to act as political advocates, and
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educate people about mental illness (Feldmen & Crandall, 2007). It is important as 
clinical psychologists that we are visible, and involved.
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Introduction
In this reflective account I shall be reflecting on the presentation itself, looking at 
how we developed the content of the presentation. I will also be looking at the 
development of the group, my role within it, and how this exercise was the beginning 
of a change for us as a group. I will then be looking at how these two elements 
relate to my clinical practice, and what I can take to placement from this learning 
experience.
The original problem
The Problem Based Learning (PBL) exercise presented to us centred on a family, 
who were going through child protection hearings. The family consisted of twin girls, 
aged three, who were in foster care, and were on the child protection register. The 
mother, Mrs Staines, was described as having a mild learning disability. The father, 
Mr Staines, was reported to have attended special education needs school. Mrs 
Staines had previously had two children adopted, due to her previous husband’s 
violence. There was also violence reported between Mr and Mrs Staines, however 
this violence was reportedly minimised by Mrs Staines. Mr Staines’s parents were 
reported to be supportive of the family. It was reported that social services had 
offered parenting classes, and home visits.
The problem set out was; as psychologists we had been approached to do a risk 
assessment and develop a rehabilitation plan. However, it also asked us whose 
problem was it, and why? This question was presented alongside an eco map 
detailing the large number of professionals (fourteen) involved with the family and 
the child protection hearings.
The presentation
During our first meeting after being given the problem we discussed the importance 
of including all the different people involved in the case including the family and
URN: 6111394
Page 59
various key professionals. We discussed the importance of giving each person in 
the scenario time to air their views during the presentation. We discussed keeping 
the presentation humorous and light, reflecting back over our first year presentation. 
At this stage we discussed copying television show formats. The original idea was 
the Jeremy Kyle Show2 as this would give us a format to bring on several guests 
and interview them. However, one member of our group raised serious concerns 
about the appropriateness of this idea, as the show has a bad reputation, and we 
could be seen as making light of the situation, and stigmatizing the family in our 
scenario, due to the stereotype associated with show guests. Once this point had 
been raised several other members, myself included, agreed that this was not the 
best show to draw from for our presentation. However, we did agree as a group that 
a television show would be a good idea, but to choose a more reputable show, 
which would show our respect for the situation, and allow us to go deeper into the 
issues, rather than a pure focus on humour.
After some discussion we decided a better show to base the presentation on was 
Panorama3. We also discussed who we wanted to appear on the show, as there 
was a long list of potential characters. We decided upon Mr and Mrs Staines, Mr 
Staines senior, social worker, court reporter, and psychologist. By including three 
members of the Staines family we hoped this would represent the family, and give 
them time to speak, and to help us put the family at the centre of the presentation.
We included three healthcare professionals with opposing views on the future of the 
children, and how best to help the family. In group discussions we agreed that in 
doing this we would be able to look at both sides of the argument. I researched the 
risks related to parents with learning disabilities, and the potential effects on the
2 An ITV1 show, which attempts to resolve guests problems, often relating to difficult 
relationships, or drug and alcohol difficulties. However, the presenter Jeremy Kyle is often 
seen as very harsh, straight talking, and was described as ‘human bear-baiting’ and ‘trash’ 
(www.quardian.co.uk)
A BBC current affairs programme, which has been running since 1953 (news.bbc.co.uk)
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children, and the outcomes of child protection cases involving people with learning 
disabilities. Other group members researched aspects relating to a rehabilitation 
plan and how parents with a learning disability could be supported in parenting, and 
through the process of going to court. The option of the grandparents fostering or 
adopting the children was also researched. The relationship between Mr and Mrs 
Staines was said to be violent, which was due to Mr Staines drinking alcohol. We 
also looked into the effects of domestic violence, on the relationship as well as the 
children, and the potential help Mr and Mrs Staines could receive as a couple.
The presentation consisted of a Panorama sketch, with a narrator providing 
information from our research, and an interviewer and six interviewees, in order to 
provide different perspectives on the situation. We received positive feedback about 
our ability to involve the family and professional network, and providing all points of 
view. We also received good feedback about our creativity. However, our slides 
could have been simpler. I feel the presentation went well, and we worked well as a 
group. I also feel that the feedback we received was a fair reflection of our 
performance.
The group process
The time between the start of the PBL exercise and recent Personal and 
Professional Learning Discussion Group (PPLDG) sessions have given me and the 
group as a whole time reflect on the PBL exercise, and the change in group 
dynamics following the exercise. Immediately after the task we reflected on the way 
we as a group approached this task. We concluded that we were the most task 
focused of the four groups. This perception of the group identity and approach to 
work fits with how I saw our group, during this PBL task, and during the previous 
PBL task in our first year. The task-orientated approached was made easier by the 
seemingly less ambiguous problem given to us this year. However, as a group we
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felt we were less reflective than other groups. We were able to acknowledge this as 
a group during the PPLDG after the task. It may be that the reason for our lack of 
reflection was the level of safety felt in the group about exposing our true thoughts 
and feelings, and opening up to the group. This task was at the beginning of our 
second year, and at the end of our first year of PPLDG we had discussed the 
progression of the group, and how many of the group members felt that the sessions 
were not productive or useful. I think as a result of these feelings about the group, it 
was reflected in how we approached the task. It may be that it was easier for the 
group to remain at a surface level of working; concentrating on the task at hand, and 
using humour, in order to avoid any deeper thoughts.
This PBL task, I feel, represented the start of a change in our group dynamics. As 
discussed above, there was disagreement about how we gave the presentation.
One group member had been particularly quiet during the Jeremy Kyle idea 
discussions. Fortunately another member asked her opinion on the presentation, 
giving that group member an opening to discuss her objections to the idea. It 
emerged that that group member had not felt comfortable in openly airing her 
objections. This was the first time that there had been somebody disagreeing with 
the majority group idea and conversation. This conversation and possible decision 
making was in danger of becoming a ‘groupthink’ situation (Janis, cited in Carlson, 
et al., 2004 ). The group is made up of like-minded members, who were discussing 
the idea as a correct idea for the presentation, and were not discussing the pros and 
cons of the idea. It may be that after that initial meeting members would have had 
time to think about the idea, and the weaknesses associated with it. However, it was 
important that the group received criticism, and those opinions were taken on board. 
At the time I was grateful that she had spoken up, as I too had reservations about 
the idea, but did not speak up either. I feel as a group we were receptive of the 
concerns raised, and did change the presentation as a result of them. However,
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although I agreed with the concerns, I am not sure if I made that clear enough to the 
person who spoke up, as in further reflections it appeared that she took sole 
responsibility for the change, which did not make her feel comfortable. I feel now 
that I could have, and perhaps should have, done more to make my opinion known, 
and not keep any concerns back. I feel that most of the time I am able to voice my 
opinions in the group. However, I feel I need to be aware that in difficult situations I 
need to work on assertively making my opinion known, even if that opinion goes 
against the majority. This is reflected in some feedback I received from the group 
when we were reflecting on the PBL exercise. It was feedback that I was flexible, 
and easy going, as well as being open and easy to talk to. However, one group 
member was concerned that it might be hard for me to be assertive at times, and I 
acknowledged that in some situations I do struggle to be assertive.
Despite being task-focused as a group there were times when we lacked 
commitment to the task. This was evident in some members not bringing the 
research they had done between sessions, or emailing slides to each other. This 
resulted in feelings of frustration at times in the group. I too felt this frustration, as I 
had a lotto research, and had done it, when others had done seemingly little. One 
group member was very clear about his frustrations about the group, especially as 
he had done a lot of work organising the slides. Again this was a first for our group, 
as we had not been open about our negative feelings before. I do not think that 
group development was the intention at the time, but it has brought the topic of 
negative emotions into the group space. I wonder if the lack of commitment was 
further evidence of the lack of commitment to the group, due to the experience of 
the PPLDG group in the first year.
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Although the approach was task-orientated, I do feel that this exercise bonded us 
further as a group. As a group we continue to use humour and creativity in our 
presentations. Although it may be representative of a lack of deeper reflections, this 
also means that there is an element of enjoyment in the presentation. As a group we 
kept our audience in mind a lot during the development of the presentation, rather 
than purely focusing on the problem, and the process of working through the 
problem as a group. This meant that we wanted to keep in the humour to please our 
audience. This may have contributed to the lack of reflection, as we were focused 
on the presentation as the endpoint of the process.
Relevance to practice
There are many elements of this exercise which are relevant to clinical practice. The 
first, and perhaps most obvious, is the content of the exercise and presentation. In 
our presentation we explored the issue of people with learning disabilities being 
parents, and the effects on the children. I feel that we were able to explore the 
positives and negatives of the scenario, and were able to look at the topic from 
different viewpoints to inform our understanding of the situation. I focused on 
another professionals viewpoint, a social worker, which was mainly risk orientated. I 
valued the opportunity to be able to take a different stance in an argument, and 
appreciate the concerns, and the responsibility held by social workers. Also, by 
researching risk I was able to draw on my own experiences of working in a forensic 
setting prior to training, and felt that I was able to contribute to others learning in this 
way. I have found on placement it is important to draw on many different elements of 
previous experiences, to help formulate and reflect on a client.
Another relevant element includes the systemic nature of the exercise and the 
systemic approach our group took to the exercise. It was helpful to be given an 
opportunity to focus on other people affected by a situation, and not just the
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individual. In our previous PBL task ‘relationship to change’ we very much focused 
on the individual. In my current placement I have been working with a couple, and 
moving onto my next placements I am aware that there will be more family and staff 
group work involved. Being able to have the time to think in this way has helped me 
to keep in mind other people potentially affected by a situation.
Also relevant to clinical practice is the development as a group. As part of our 
placements we need to work with staff teams. Currently I am in the process of 
arranging this final element of my current placement. By being given this chance to 
reflect individually, and within the group, I have been able to start to think more 
about group dynamics, and the qualitative elements which produce good team 
working as well as a comfortable and safe environment to work in. I understand that 
it may be easier to work at a surface level, rather than working at a deeper level, 
exposing your true thoughts and feelings to others. In any future work with 
professional groups I will need to keep in mind that this is not an easy or quick 
process.
Conclusions
In conclusion I feel that I have learnt about the issue of parents with a learning 
disability and the wider effects this has, through this presentation. I feel most 
importantly that I have been able to reflect on the group process, and understand 
further the direction we took, and why we took it. I have been able to reflect on the 
development of the group, and how this task was a catalyst for change. I hope that I 
can take these reflections into my clinical practice, and further my reflections on 
placement.
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Personal and Professional Learning Discussion 
Group Process Account
Year 2 July 2011
I began the account by outlining the new group structure. We decided as a group to 
have a “business half, where readings and professional issues can be discussed, 
and an “experiential half, similar to that experienced in psychodynamic week in year 
one, where there was no agenda, allowing for freer conversations.
I reflected on my personal development. I had brought a clinical case example to the 
group. It was a difficult case to discuss, and it took a direction I had not expected. 
There were concerns raised about my clients care, and it was suggested that I 
check NICE guidelines in order to evidence the concerns raised. I found this a 
difficult and anxiety provoking discussion, given the possible ramifications. However,
I found it helpful to have had this discussion, and then take these concerns to 
supervision.
I reflected on the group processes, observing an increase in group reflections, and 
what I felt was an increased level of safety within the group. I also reflected on the 
impact of gender on leadership within the group.
I reflected on my professional development. I reflected that it may be difficult at 
times to translate the experiences of the group into clinical setting because of the 
impact of power in teams.
I concluded by reflecting that as a result of the groups I would be keen to seek out 
peer supervision post-qualification, as I had benefited a lot from the group.
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Adult Mental Health
Specialist Psychology Service
I conducted initial assessment sessions, gaining a better understanding of the 
presenting problem. I shared CBT formulations with my clients during therapy. The 
intervention work was mainly CBT, utilising some third-wave CBT exercises such as 
mindfulness exercises. The interventions were for specific problems such as OCD, 
depression, social anxiety, Body Dysmorphic Disorder, Generalised Anxiety 
Disorder, Schizophrenia and phobias. I used general CBT skills such as thought 
records, behavioural experiments, socratic questioning, and graded exposure where 
appropriate.
I conducted cognitive assessments, the purpose of which was to ascertain whether 
or not somebody had cognitive decline and whether that suggested dementia or not. 
This was under the supervision of a clinical neuropsychologist.
I gave a teaching presentation about the psychological effects of chronic pain in a 
ream meeting.
Pain Management Team
I observed and then ran the group programmes. The groups involved either 6 
sessions over six weeks (short programme) or 12 sessions over six weeks (long 
programme). The groups were run for patients who had chronic pain conditions, for 
example chronic back pain, arthritis and sciatica. The group programme consisted of 
psychology, physiotherapy and nursing elements. The psychology elements of the 
group consisted of CBT for chronic pain, including an introduction to the cognitive- 
behavioural model, psycho-education about the physical effects of anxiety, using 
thought records to challenge negative thoughts.
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I conducted a service evaluation using a pre-test-post-test self-report questionnaire 
design to assess whether the group was effective Pain Management Programme, 
meeting its aim of improving Quality of Life and other related symptoms and 
experiences, using a series of questionnaires measuring mood, anxiety, 
acceptance, coping strategies, quality of life, and values. The results showed that 
there were significant improvements in these areas. The results were also 
presented to the team to feedback that the service was running an effective pain 
management programme.
Older Adults Community Mental Health Team
Older Adults Community Mental Health Health Team 
I conducted initial assessments for therapeutic intervention for mental health
problems, and used questionnaire measures, specific to an older adult population.
Following the assessment sessions a feedback session was conducted, presenting
a working formulation to the clients, which incorporated including a longitudinal
Cognitive-Behavioural formulation and surrounding factors including cohort beliefs,
socio-cultural factors, and intergenerational links. Following the formulation an
intervention plan was agreed with clients.
Cognitive assessments focused on assessing dementia and cognitive impairment 
using psychometric instruments. A diagnosis of dementia was made by the team 
psychiatrist following the assessment and the recommendations linked to that 
assessment.
I mainly used a CBT framework in intervention sessions, drawing on principles of 
third-wave CBT such as mindfulness. The interventions were for problems such as 
depression, anxiety, complicated bereavement, and depression linked with a 
diagnosis of dementia. In sessions there was a focus on challenging negative
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thoughts using thought records, accepting negative thoughts using mindfulness 
techniques, behavioural activation and graded exposure. Issues such as diagnoses 
of dementia, a reduction in functioning, and having to care and cope with partners 
who also had health problems were important to hold in mind. These factors had an 
effect on the client’s mood, but were also something that was a part of their life 
which they needed to find a way to cope with.
I gave a teaching presentation in a service meeting about the updates to NICE 
guidelines for anxiety.
Rehabilitation Unit.
The role in the Rehabilitation Unit focused on providing brief CBT based 
interventions for those with physical health problems such as Parkinson’s, or 
mobility problems and mental health problems such as depression and anxiety. I 
also ran monthly groups focusing on the psychological effects on physical health 
problems such having had a recent fall, with the main focus being on anxiety, what 
anxiety looks like in your body, and ways to overcome anxiety, such as relaxation 
exercises
Community Team for People with Learning Disability Service
I conducted initial assessment sessions for therapeutic interventions, assessing their
mental health needs using adapted questionnaire measures and assessing whether 
the person’s problems would be helped by interventions and what form that 
intervention would take. I conducted extended assessments in order to develop 
behavioural management plans. The extended assessment included using semi­
structured interviews with parents and carers looking at the challenging behaviour of 
concern, the functionality of challenging behaviour, and the person’s general 
functioning. These extended assessments were written up and discussed with the 
client and their parents and carers.
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I also conducted cognitive assessments with clients, assessing whether a person is 
eligible for Learning Disabilities services, assessing strengths and weakness and 
complex and extended assessments investigating further cognitive and 
neuropsychological elements. I used a range of psychometric instruments in order to 
do. These assessments were written up and the recommendations were discussed 
with the client and their parents and carers.
I was involved in the monthly family therapy clinic, as part of the reflecting team. I 
shared my comments with the team pre and post family sessions and in the 
reflecting space within the sessions. Although it was overwhelming for clients to 
have lots of people in the room initially, the reflecting team and the comments made 
were well received by clients, and they were able to incorporate those comments 
into the session.
I gave a teaching presentation to the team about executive functioning.
Child and Adolescent Mental Health Service and Specialist 
CAMHS placement
I conducted initial assessments with children and young people, this included the 
first time I saw people as part of a planned intervention, as well as the first time they 
made contact with the service in Choice Assessments. Part of the Choice 
Assessment is gaining a fuller understanding of the problem and deciding together 
what the most appropriate course of action should be. I observed Deliberate Self 
Harm Assessments, as part of a Duty Rota.
I worked individually with children and young people using Psycho-education, CBT, 
and Narrative Therapy for a range of problems including OCD, phobias, school 
anxiety, social anxiety, low-self esteem, low mood, anger, and chronic pain. These 
interventions varied between mild problems and brief interventions to complex 
problems and multi-agency interventions. Part of the multi-agency interventions
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included liaising with schools to gather information and to feedback assessments 
and progress made in interventions. I needed to adapt my therapy skills to children 
and young people to suit their chronological age, and stage of development. This 
included adapting my language, how I paced sessions, and how I explained 
psychological concepts. Creativity played an important role in this adaptation of 
CBT, as it was key to engaging young children, making CBT fun and interesting, and 
therefore making it more likely for them to use the skills we had practiced together. 
Measuring change was important; questionnaires were used with older children and 
parents, whilst finding ways to help younger children notice change was harder. I 
found that scaling was helpful, especially when it involved a visual or action based 
component.
I was involved in the fortnightly Family Therapy Clinic for 10 months. Throughout the 
10 months I was part of the reflecting team, and was able to share my comments in 
the pre and post family meetings as well as in the reflecting team time in the 
sessions. The whole team’s comments and reflections were usually well received by 
the families. I was able to become co-therapist for one family, taking a lead in those 
sessions. This involved managing multiple people in the room, as well as timing the 
reflecting team’s space, and incorporating that into sessions.
I conducted cognitive assessment, part of which was assessing whether a child’s 
Full Scale IQ and attainment were consistent or not, assessing whether a child has 
social communication difficulties or socially anxiety, as well as assessing a child’s 
strengths, weaknesses and ability to pay attention and concentrate. A full 
developmental history was taken as part of the assessment process, as well as 
using standardized psychometric measures such as the WISC-MI, WIAT and 
TEACH. Following the assessment feedback sessions were held with the young
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person and their family. When relevant, feedback sessions were also held with 
schools.
I gave a teaching presentation about the psychological effects of chronic health 
problems in children.
I attended team, sector and countywide meetings I was able to maintain links with 
my colleagues as well as keeping up-to-date on developments within the Trust. I 
regularly attended case discussions, which were held weekly. This allowed me to 
hear about the work my colleagues were doing, as well as being able to add a 
psychological perspective to the case that was being discussed. Working as a team 
is important to the work and knowing and supporting each other as team adds to 
that process.
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Summary of Case Report 1: Cognitive Behavioural 
Therapy with a woman in her thirties, presenting with 
OCD symptoms.
Mrs Price was referred to the Specialist Psychology Service for mild anxiety and 
mild panic. Mrs Price was referred as she had difficulties with negative thoughts 
concerning something bad happening to her family, and repeating her actions three 
times to ‘fix’ that thought and prevent it from happening. Objects moving caused 
great anxiety; as a result she avoided or stopped the movement. Taps running on 
full and wasting water also caused great anxiety. Mrs Price described her problems 
as starting in childhood, remembering having the image of her then recently 
deceased Aunt in her mind, and trying to remove it.
After watching a TV programme about OCD and identifying with the problems Mrs 
Price sought help. As a result of Mrs Price had attempted to stop some of her 
repetitive behaviours prior to therapy, with some success.
Mrs Price is originally from South Asia, and moved to the UK approximately 10 
years ago with her husband. Mrs Price is a housewife and takes care of her two 
children.
The intervention was based on CBT. The skills Mrs Price found most useful were 
mindfulness exercises, to address difficulties with intrusive thoughts, and exposure 
(‘face your fear’), to address difficulties with repetitive actions. Mrs Price found 
making decisions a problem, as she would worry about having made the right 
decision. We looked at problem-solving skills, and perfectionist thinking.
Using these new skills Mrs Price successfully reduced levels of depression, anxiety 
and OCD, as measured by the HADS, BDI-II and CBOCI.
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Summary of Case Report 2: Neuropsychology 
assessment of a man in his early 60’s with possible 
dementia.
Mr Jordan was a man in his early 60’s who was referred to neuropsychology due to 
complaints of forgetfulness, presenting with problems with memory and 
concentration. He had noted a step-like deterioration in his ability to remember 
planned tasks, such as shopping, as well as a decline in remembering information, 
such as the names of native English trees and birds. His concentration had also 
decreased, as he could no long register passages he had read, or complete 
crosswords. Mr Jordan had noticed a change in his handwriting, which was no long 
as neat and tidy as it used to be. His sleep had also changed, suddenly falling 
asleep in the afternoons.
Mr Jordan attended four assessment sessions, which included tests of mood, pre- 
morbid abilities, memory, executive functioning, and visual recognition and 
reproduction abilities. Mr Jordan’s mood was in the normal range, and therefore not 
having an effect on his performance. His reading scores were in the high average 
range, indicating high pre-morbid ability. All tested elements of his memory were 
scaled within the average range for his age. Executive functioning scores ranged 
between low average and high average, giving a mixed profile. This indicated a 
change in executive functioning. It was recommended that Mr Jordan returned for a 
reassessment in approximately one year. The possible diagnosis at this stage would 
be either Fronto-temporal Dementia (FTD) or Dementia with Lewy Bodies (DLB) due 
to the reduced executive functioning levels, but preserved memory.
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Summary of Case Report 3: Cognitive Behavioural 
Therapy with a woman in her early seventies, 
presenting with depression following a diagnosis of 
Alzheimer’s disease.
Jennifer Hayden was a white German Buddhist woman in her early seventies 
diagnosed with Alzheimer’s disease (AD), reported to be having difficulties coming 
to terms with the diagnosis, presenting as depressed. She was referred to 
psychology for one-to-one intervention.
Jennifer mentioned investigating assisted suicide. She said she was annoyed about 
not having the choice or control over the end of her life. This risk was discussed with 
my supervisor and the psychiatrist, and prompted me to reflect on the issue. The 
issue remains unresolved for myself on a personal level.
Jennifer’s goals included working on her negative thinking, and lack of interest in 
activities. We practiced challenging negative automatic thoughts (NATs), using 
thought records. Jennifer reported having difficulty with her motivation; we used a 
simple ‘pros and cons’ list as well as problem solving. Jennifer said she had 
difficulties committing to her chanting, which was about the future of her AD, which 
appeared to be a trigger for her NATs. We discussed refocusing; chanting for the 
positives. We practiced a mindfulness technique “leaves on a stream” to help 
Jennifer cope with NATs whilst chanting.
Post-intervention the CORE-10 showed a reduction in distress, and the GDS-15 
showed a slight reduction in depression. Jennifer was re-tested by the psychiatrist. 
Her diagnosis was amended from AD to Mild Cognitive Impairment (MCI). It is 
unclear whether the intervention affected her mood, having a positive effect on her 
cognitive functioning, or whether the change in score had an effect on her mood.
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Summary of Oral Presentation: Formulation; 
increasing skill; increasing understanding. Using an 
Idiosyncratic Formulation: unique formulations for 
unique individuals
I focused on formulation skills for the presentation. Developing my formulation skills 
was identified as a learning need, and action points related to improving my 
formulation skills in written communication, introducing formulations earlier on to the 
clients, as well as providing succinct formulations when there was a lot of 
information.
The placement this case is from provided me with an opportunity to develop a new 
way of using formulation. My supervisor worked in an integrative style, and 
encouraged me to use a wide range of psychological knowledge. This was in 
contrast to previous placements which focused on Cognitive-Behavioural Therapy 
(CBT).
I used an integrative approach in the assessment and formulation of an 18 year-old 
woman, Liz, who was referred for an eligibility assessment in a learning disability 
service. She had also experienced a trauma three years ago; she was raped by a 
friend, resulting in possible Post Traumatic Stress Disorder (PTSD), and was 
anxious and depressed. Due to the complexity of the case it was necessary to do 
an extended assessment; six, two hour sessions. I used standardised measures to 
assess her Full Scale IQ (FSIQ), executive functioning, adaptive behaviour, anxiety, 
depression, PTSD, as well as completing a risk assessment. I developed a good 
working relationship with Liz, as she was able to tell me some of the difficulties she 
was having.
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To guide my own “academic” formulation I drew on Ehlers and Clark’s (2000) 
cognitive model of PTSD, although Liz did not have a confirmed diagnosis of PTSD.
I also drew upon Vetere and Dallos’s (2003) proposed model of systemic 
formulation. It was important to use a systemic approach throughout my work with 
Liz, as it was clear that her current difficulties were not in isolation, but were affected 
by her family and her wider context. In addition I explored the effects Liz’s Learning 
Disability and elements of the risk assessment. I was guided by Laid law et a/.’s 
(2003) CBT of older adults, which places a CBT formulation in the middle of a 
formulation diagram, with relevant ‘surrounding factors’ on the edges of the diagram.
It was important to make the feedback session as clear as possible. I used a simple 
vicious circle formulation model to help organise my findings and my hypotheses. In 
the feedback session I discussed the findings of the assessments with Liz and her 
mother. I presented the idea that Liz’s anxieties and negative feelings make it 
increasingly difficult for her to do things for herself. I included the impact of the rape 
three years ago and the history of abuse in the neighbourhood, which increased 
Liz’s anxieties and low mood.
I think it was difficult for Liz to talk about these issues with her mother. However, Liz 
had said her family helped her, and kept her safe. I thought her mother would 
understand and value the formulation, and could discuss it with Liz afterwards.
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Summary of Case Report 5: Narrative Therapy with a 
teenage girl referred for worry and low mood.
Megan, 16, was referred to CAMHS following concerns raised regarding the effects 
arthritis had on low mood, worry and chronic pain. The worry was about her family’s 
physical and mental health, her mother had a physical health problem and her father 
and sister had mental health problems. The arthritis made physical activity difficult 
for Megan, leading her to feel useless and frustrated at others lack of understanding.
It was agreed that Narrative Therapy would be appropriate as it would allow Megan 
to differentiate between the effects worry, low mood and pain had, and would allow 
her to discover an alternative non-problem dominant story about herself. The 
emphasis in Narrative Therapy is in finding ‘unique outcomes’. Megan was able to 
describe times when worry, low mood and pain did not stop her, thinking about her 
actions at those times, and what that meant about her as a person. Megan 
discovered that she was a determined young woman who was able to take control.
Megan was able to halve the worry and low mood, and double the happiness, even 
though the pain stayed the same. She was able to think about the positives and her 
achievements, rather than the negatives and her perceived failures.
Working with Megan has allowed me to put into practice the principles of Narrative 
Therapy and how that influences change in an individual.
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Abstract: Qualitative Research Project: An 
interpretative phenomenological analysis: How does 
being a trainee clinical psychologist influence self- 
identity?
Background People occupy multiple roles, each of which are associated with a set 
of social expectations. Role identity theory states that self-concept is made up of 
the meanings individuals attach to those roles, with the salient roles giving the 
greatest meaning. Professional roles therefore reflect significant values and 
behaviour and are influential in identity construction.
Objective The study asked how role identity affected self-identity, during the 
formative experience of clinical psychology training.
Design Semi-structured interviews were used to elicit important aspects relating to 
the participants’ experiences of identity during clinical psychology training. 
Interpretive phenomenological analysis was used to enable a detailed exploration of 
the participants’ experiences.
The interview schedule included questions about: being a trainee clinical 
psychologist and the influence this has on self-identity, personal values and 
behaviour (in both private and professional life); in addition to others’ perceptions of 
the individual that may have changed since becoming a trainee clinical psychologist. 
Participants Four participants were selected from a group of second year trainee 
clinical psychologists. The participants were white British women from middle-class 
backgrounds, with ages ranging from 26-30 years.
Analysis Four main themes arose during data analysis: self-awareness, core 
values, personal life and achievement.
Results We found that pre-existing values and behaviour was significantly reflected 
in the process of clinical psychology training, and was influential in their construction 
of their identity. It was evident that trainees’ perceptions of their self-identity had 
developed since beginning training, with several reporting increased personal
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responsibility and self-awareness. To build on these findings, future research could 
explore the transition of clinical psychology trainees following qualification and how 
they make sense of this experience.
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Service Related Research Project
A Service Evaluation of a Pain Management
Programme.
Year 1 
September 2010
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Abstract
Chronic pain is a widespread problem in health services, and is difficult to treat. 
Learning how to manage chronic pain can lead to a better Quality of Life (QoL) for 
sufferers. Current guidelines suggest using a cognitive-behavioural approach, 
delivered by a multi-disciplinary team. An improvement in patients’ QoL is the 
primary aim of such programmes. A Pain Management Programme (PMP) 
intervention for Chronic Pain was evaluated in terms of its impact on mood, anxiety, 
acceptance, coping strategies, Health Related QoL, and values (domains of 
importance, including; family, intimate relations, friends, work, health and 
growth/learning) using a pretest-posttest self-report questionnaire design. Thirty- 
seven PMP attendees completed questionnaires. Twelve of the 20 measures 
indicated significant improvements between entry to, and exit from, the PMP. The 
group did not significantly deteriorate on any measure. The findings from this 
evaluation indicate that the service is running an effective PMP, meeting its aim of 
improving QoL and other related symptoms and experiences. The recommendations 
from this evaluation are to focus on pain-related fear, values, and expectations (of 
self) in the programme content.
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Introduction
Chronic pain is recognised as a major health care problem resulting from a 
combination of physical, psychological, social and occupational factors (Guzman, 
Esmail, Karjalainen, Malmivaara, Irvin et ai, 2001). Main and Williams (2002) 
describe a “biopsychosocial” model where attitudes, beliefs, psychological distress, 
illness behaviour and social factors impact on pain. Pain management programmes 
(PMPs) are established, evidence based, interventions for chronic pain (British Pain 
Society, 2007). Chronic pain is pain which continues after the ‘normal’ healing 
period, which is typically three months. It is resistant to treatment, and may worsen 
due to environmental and/or psychological factors (MedTerms, 2006).
A PMP aims to improve Quality of Life (QoL), not reduce pain. The British Pain 
Society (BPS) suggests using cognitive-behavioural principles within a PMP as the 
“treatment of choice” for chronic pain sufferers, aiming to improve psychological, 
social and emotional factors, as well as physical factors, which contribute to overall 
QoL (BPS, 2007). The National Institute for Health and Clinical Excellence (NICE) 
guidelines reinforce this stating the aim of treatment is to “reduce the pain and its 
impact on the person’s day-to-day life, even if the pain cannot be cured completely” 
(page 5). These guidelines differ from the BPS’s by emphasising the reduction of 
pain; possibly because NICE also includes pharmacological therapies, which aim to 
reduce pain. Patients are referred to a PMP after trying treatments which focus on 
reducing pain, such as medication and injections, which are often short-term in 
effect. Therefore a PMP looks at alternative ways to manage the symptoms of pain.
The PMP in this service aims for ‘freedom with pain’. The emphasis is not on 
reducing pain, but on living well with pain. The PMP is run by a Multi-Disciplinary 
Team (MDT) consisting of a specialist nurse, physiotherapist and clinical 
psychologist, with some input provided by a medical consultant. In order to help
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patients better manage their pain they are given information about pain mechanisms 
and the meaning of pain, as well as a variety of skills. Some of the skills taught in 
the group are, relaxation, CBT (stress management, challenging negative thoughts, 
maintaining change), communication, exercises, pacing, prioritising, and value-led 
goal setting.
This evaluation looked at the 14-session PMP. This evaluation has been conducted 
to evaluate whether, and to what extent, the PMP is having a positive effect on 
patients QoL. The service wished to conduct an evaluation of the impact of its 
implementation of PMP on its clients and to explore potential improvements to the 
programme.
Aims
The aim of this evaluation was to assess the impact of a 14-session PMP on QoL 
and a range of physical, psychological, social and occupational indices related to 
QoL.
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Method
Design
This evaluation used a pretest-posttest design to assess the groups’ impact. 
Questionnaires were administered pre-assessment, and at the last session of the 
PMP.
Participants
Data was collected from three 14-session PMPs, over an eight month period. 
Participants had been assessed by the team as suitable for the programme. The 
data for all 37 attendees were used in this evaluation. There were 11 (29.7%) males 
and 26 (70.3%) females, who were mainly white British (86.5%).
Measures
The Chronic Pain Acceptance Questionnaire (CPAQ) (McCracken, 2004b)
(Appendix 1) measures pain acceptance. Acceptance, as opposed to avoidance of 
pain, is relevant when learning to manage pain. Acceptance and Commitment 
Therapy (ACT) has been used in PMPs as “it isn’t the pain itself, but your response 
to the pain that is the problem” (page 19, Dahl & Lundgreen, 2006). McCracken 
(1998) found that higher levels of acceptance were associated with lower levels of 
distress and disability. McCracken (1998) reports a high internal reliability of r=0.85 
for this measure.
The Chronic Pain Values Inventory (CPVI) (McCracken & Yang, 2006) (Appendix 2) 
measures the discrepancy between the importance of and success at living 
according to values of; family, intimate relations, friends, work, health and 
growth/learning. McCracken and Yang (2006) found lower discrepancies, along with 
high success scores, correlated with low levels of physical and psychosocial 
disability. McCracken and Yang (2006) report high internal consistencies, r=0.82, 
for both the success and discrepancy scales.
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The Short Form-36 (SF-36) (Stewart & Ware, 1992) (Appendix 3) measures factors 
of physical and mental health, and is a well regarded instrument for measuring 
Health Related QoL (Fallowfield, 2009). The factors measured are; physical 
functioning, role limitations due to physical health, role limitations due to emotional 
problems, energy/fatigue, emotional well-being, social functioning, pain, and general 
health. McHorney, Ware, and Raczek (1993) reported high reliability for detecting 
physical and mental health conditions. Physical health with the physical functioning 
factor had a relative validity of 1.00 and mental health with the emotional well being 
factor had a relative validity of 1.00.
The Pain Self Efficacy Scale (PSEQ) (Nicholas, 1989) (Appendix 4) measures self- 
efficacy, and is important in evaluating the range and level of activity people feel 
able and confident to do (Tonkin, 2008). Tonkin (2008) reports excellent internal 
consistency, r= 0.92, and a high test-retest reliability.
The Pain Anxiety Symptoms Scale-20 (PASS-20) (McCracken & Dhingra, 2002) 
(Appendix 5) measures pain-related anxiety, emotional impact, and thinking biases. 
High levels of pain-related anxiety relate to patients’ suffering and disability 
(McCracken & Dhingra, 2002). The four factors measured are; cognitive, 
escape/avoidance, fear, and physiological anxiety. McCracken and Dhingra (2002) 
report high reliability for each factor, from r= 0.75 to r= 0.86.
The PCSQ (Rosentiel & Keefe, 1983) (Appendix 6) measures seven coping 
strategies; diverting attention, reinterpreting pain sensations, ignoring pain 
sensations, coping self-statements, praying and hoping, catastrophising, and 
increasing activity level. The aim is to change coping styles to be more helpful, not 
to eliminate pain. Rosentiel and Keefe (1983) report high internal reliability for each 
factor, ranging from r= 0.71 to r=0.85.
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The British Columbia-Major Depression Inventory (BC-MDI) (Iverson, 1997) 
(Appendix 7) is a non pain specific general measure of depression. It was designed 
to assess the effects of depressive symptoms on a person’s day-to-day life (Iverson 
& Remick, 2004). Iverson and Remick (2004) report high sensitivity to detect 
depression, r=0.92, making it a highly reliable measure.
Ethics
This project used pre-collected data; using questionnaires which were given out as 
part of the intervention. Therefore this project did not need ethical approval.
Procedure
The questionnaires were being routinely used as part of the assessment process for 
the programme. Patients were given the first questionnaires before their 
assessment, and given the second questionnaires during the programmes’ last 
session. The data from the measures was then analysed using SPSS Statistics 
version 18 (2010).
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Results
Paired t-tests were conducted to test for reduction in symptoms. Overall the results 
indicate significant improvement in scores on 18 of the 20 measures (at p< 0.05).
Multiple t-tests were conducted on the data, leading to an increased chance of Type 
I error. To control for this a Bonferroni correction was applied. The new level of 
significance required is p=0.00254. Using this level of significance, 12 of the 20 
measures were significant.
Table 1: t-tests of changes in depression pre and post PMP
Test/
subtest
N5 Maximum
score
Mean
pre
(s.d.)
Mean
post
(s.d.)
difference 
in mean 
scores
t(d f) Significance
(P)
BC-MDI 21 48 18.52
(10.7)
11.04
(11.5)
7.48 t( 20) 
=3.72
p = 0.001*.
The BC-MDI had an average reduction in score of 15.6% showing a significant 
reduction in reported symptoms of depression.
Table 2: t-tests of changes in anxiety pre and post PMP
Test/
subtest
N Maximum
score
Mean
pre
(s.d.)
Mean
post
(s.d.)
difference 
in mean 
scores
t(d f) Significance
(P)
PASS-20 26 120 42.73
(17.3)
37.46
(15.7)
5.27 t(25)
=1.88
p= 0.072
4 Significance levels marked with * indicate significance at the Bonferroni corrected level.
5 The n changes for each test as there was missing data for each questionnaire. As the 
sample size was 37 I decided to use all the data available and only used complete measures 
for analysis.
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The PASS-20 had an average reduction in score of 4.39% showing a reduction in 
anxiety, but was not significant.
Table 3: t-tests of changes in QoL dimensions pre and post PMP
Test/
Subtest
N Maximum
score
Mean
pre
(s.d.)
Mean
post
(s.d.)
difference 
in mean 
scores
t(d f) Significance
(P)
SF-36;
physical
functioning,
24 100 33.13
(25.1)
41.67
(28.5)
8.45 t(23)
= 2.58
p = 0.017*
SF-36; role 
limitations 
due to 
physical 
health,
25 100 12
(22.9)
27
(33.0)
15.00 t( 24) 
=2.27
p=0.033
SF-36; role 
limitations 
due to 
emotional 
problems
31 100 29.17
(25.7)
58.33
(38.2)
29.16 t(23)=
3.08
p = 0.005
SF-36;
energy/
fatigue
26 100 30.19
(21.2)
42.50
(18.6)
12.30 t( 25) 
=4.70
pO.001*
SF-36;
emotional
well-being
25 100 54.72
(16.5)
64.80
(16.5)
10.08 t(24)
=3.69
p= 0.001*
SF-36;
social
functioning
27 100 37.05
(23.7)
55.09
(26.6)
17.59 t( 26) 
=4.72
p< 0.001*
SF-36; pain 28 100 24.91
(17.6)
38.04
(19.1)
13.13 t( 27) 
=3.41
p=0.002*
SF-36;
general
health
26 100 37.69
(16.6)
47.31
(21.9)
9.62 t( 25) 
=2.69
p=0.008
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The SF-36 has eight factors which are considered separately when scored. Physical 
functioning had an average increase of 8.45% showing a significant increase in 
physical functioning. Role limitations due to physical health had an average increase 
of 15%. This shows an increase in participants’ ability to carry out activities of daily 
living (ADL), due to physical health, but was not significant after Bonferroni’s 
correction. Role limitations due to emotional problems had an average increase of 
29.17%. This shows an increase in people’s ability for ADL which had previously 
reduced due to emotional problems, but was not significant after Bonferroni’s 
correction. Energy/fatigue had an average increase of 12.31% showing a significant 
increase in energy levels. Emotional well-being had an average increase of 10.08%, 
showing a significant increase in perceived well-being. Social functioning had an 
average increase of 17.60%, showing a significant increase in people’s ability to 
remain sociable whilst in chronic pain. Pain had an average increase of 13.16%.
This factor is reverse scored; an increase indicates a decrease in bodily pain and a 
decrease in interference. General health had an average increase of 9.62%, 
showing an increase in overall health, but was not significant after Bonferroni’s 
correction.
Table 4: t-tests of changes in self efficacy pre and post PMP
Test/
Subtest
N Maximum
score
Mean
pre
(s.d.)
Mean
post
(s.d.)
difference 
in mean 
scores
t(d f) Significance
(P)
PSEQ 28 60 23.82
(10.2)
34.43
(10.2)
10.61 t(27)
=6.58
p<0.001*
The PSEQ had an average increase of 17.68%, showing a significant increase in 
people’s confidence in their abilities.
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Table 5: t-tests of changes in coping strategies pre and post PMP
Test / Subtest N Maximum
score
Mean
pre
(s.d.)
Mean
post
(s.d.)
difference 
in mean 
scores
t(d f) Significance
(P)
PCSQ;
diverting
attention
29 36 12.69
(6.8)
20.10
(6.7)
7.41 t( 28) 
=7.42
p<0.001*
PCSQ; 
reinterpreting 
pain sensations
27 36 5.74
(5.7)
11.85
(7.2)
6.11 t( 26) 
=5.06
p< 0.001*
PCSQ; coping 
self statements
24 36 20.75
(5.6)
23.13
(5.4)
2.38 t(23)
=1.63
p= 0.118
PCSQ; ignoring 
pain sensations
26 36 12.38
(7.3)
16.12
(5.5)
3.73 t( 25) 
=2.44
p=0.022
PCSQ; praying 
or hoping
26 36 13.00
(7.9)
10.58
(9.2)
2.42 t( 25) 
=2.56
P=0.017
PCSQ;
catastrophising
28 36 16.61
(7.9)
11.86
(8.2)
4.75 t=4.60
(27)
p< 0.001*
PCSQ; 
increasing 
activity level
28 36 16.50
(6.3)
20.57
(6.3)
4.07 t( 27) 
=4.85
p<0.001*
The PCSQ has seven types of coping strategy. Rosenstiel and Keefe (1983) split 
the PCSQ into 3 factors. The first factor is cognitive coping and suppression
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including three strategies. The first strategy is ignoring pain sensations with an 
average increase of 10.36%.This shows an increase in ignoring the pain, but was 
not significant after Bonferroni’s correction. The second is reinterpreting pain 
sensations with an average increase in score of 16.97%. This shows a significant 
change in thinking about pain. The third is coping self statements with an average 
increase of 6.11 %, which was not significant. The second factor is helplessness 
including two strategies. The first is catastrophising with an average decrease of 
13.19%. This shows a significant reduction in catastrophising thinking styles. The 
second is increasing activity level with an average increase of 11.30%. This shows a 
significant increase in activity levels. The third factor is diverting attention and 
praying including two strategies. The first is diverting attention with an average 
increase in score of 20.58%. This shows a significant change in thinking about pain. 
The second is praying or hoping with an average decrease of 6.72%, which was not 
significant.
Table 6: t-tests of changes in values pre and post PMP
Test/
Subtest
N Maximum
score
Mean
pre
(s.d.)
Mean
post
(s.d.)
difference 
in mean 
scores
t(d f) Significance
(P)
CPVI 29 5 2.00
(1.1)
1.32
(1.2)
0.69 t(28)
=2.85
p= 0.008
The CPVI had an average decrease of 13.8% showing a reduction in the 
discrepancy between people’s values and success at living according to those 
values, but was not significant after Bonferroni’s correction.
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Table 7: t-tests o f changes in acceptance pre and post PMP
Test/
Subtest
N Maximum
score
Mean
pre
(s.d.)
Mean
post
(s.d.)
difference 
in mean 
scores
t(d f) Significance
(P)
CPAQ 24 120 51.83
(14.4)
63.79
(16.1)
11.96 t( 23) 
=5.567
p< 0.001*
The CPAQ had an average increase of 9.96%, showing a significant increase in 
acceptance of chronic pain.
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Discussion
This service evaluation found significant improvements twelve of the measures 
given to PMP participants between assessment and the end of the programme. 
There was a significant decrease on the impact pain has on daily functioning, as 
measured by the SF-36. There was a significant increase in self-efficacy, indicating 
an increase in daily functioning, including social functioning, work and general 
activity levels. These changes indicate an increase in confidence and reduction in 
pain.
There was also a significant increase in acceptance as measured by the CPAQ. 
This is in line with McCracken’s (1998) finding that greater acceptance was 
associated with less disability and increased levels of daily activity and functioning.
The PASS-20 showed a reduction in anxiety; however, it was not a significant 
reduction. It would seem that although participants’ functioning and daily activity 
levels appeared to improve on other measures, there is still pain related anxiety. 
This has an impact for predicting future functioning as “PASS scores predict 
disability better than, and beyond variance attributed to, depression, general anxiety 
or pain” (page 46 McCracken & Dhingra, 2002).
The CPVI did not show a significant change. It would seem that although patients 
are able to move towards more value led lives, the change was not great enough. 
This may be because of the relatively short time scale, it may be that at a long-term 
follow up there would have been more time to work towards successful, value-led 
lives.
There were no significant improvements for the coping self statement, ignoring pain 
sensation and praying/hoping strategies on the PCSQ. This may be because they 
are seen as helpful coping strategies, which patients did not want to change.
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On the SF-36 role limitations due to physical health and emotional health had not 
significantly changed. This may be because of the nature of the questions and the 
expectations participants have of their own abilities, especially since self-efficacy did 
increase.
There were several limitations to the methodology. As the service evaluation was 
based on self-report measures alone it is possible that although there were a large 
number of measures it may not accurately reflect change in participants’ day-to-day 
life. The evaluation is also limited to the responses possible on the measures. It may 
be possible for future audits to add a qualitative element to expand the possible 
responses, in order to evaluate how participants transfer skills learnt into their lives.
The questionnaires were not anonymous as they are put in patients’ files. This may 
affect the results due to participant bias where participants may feel that they are 
expected to change. Most patients had been in chronic pain for many years 
(average=12.27 years) and on the waiting list for many months, this may have 
affected their expectations of the PMP. It may be helpful to look at a long-term follow 
up, assessing the effects after participants have had time to incorporate the skills 
into everyday life.
This service evaluation looked at three 14-session programmes across eight 
months. In this time there were three clinical psychologists running the programme, 
with the first two programmes run by one clinical psychologist and the third run by 
two clinical psychologists. The changes between programmes and within one 
programme may have affected the consistency and quality of the programme 
delivered. Although as the PMP is run by an MDT and the structure and ideas 
delivered remain similar, this effect may be minimal. It may be possible for a 
comparison between groups to be done in the future.
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Implications and recommendations
The implications of this service evaluation for the PMP and service are that the PMP 
and team running it are providing an effective intervention as shown by significant 
changes on 12 of 20 factors. This includes a change in the SF-36 pain factor 
indicating a reduction in pain and an increase in QoL, meaning that the PMP is 
achieving the aims as described by NICE and the BPS.
Looking further into pain related anxiety, as this factor did not display a significant 
reduction, would be recommended. There are plans for the Clinical Psychologist to 
be more involved in physical sessions to identify and work with those with higher 
levels of pain-related fear.
A focus on values throughout the programme, by all members of the MDT would 
also be helpful in order to reduce the discrepancy between the importance placed 
on values, and success at living according to them.
In the programme looking at people’s expectations may also be beneficial as in the 
role limitations factors people reported not achieving as much as they would have 
liked, which may be related to unreasonable expectations they place on themselves.
A further recommendation would be to reduce the number of questionnaires given 
out; having many measures can be helpful in giving a wide range of data, however 
there was a total of 109 questions. To make it easier for the team to use 
questionnaire outcomes regularly and meaningfully, having fewer questionnaires 
with simple scoring systems would increase the possibility of these measures being 
used regularly, as opposed to being collected and filed without interpretation as 
previously. This is in-line with current programme changes.
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Summary
This service evaluation has shown that the PMP does have a significant effect on 
QoL, and does reduce the impact chronic pain has on day-to-day life. This PMP 
therefore meets the aims of the BPS, NICE and the service. I will be presenting the 
results of this service evaluation and my recommendations to the service in an 
educational halfday in the pain service in August 2010.
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Appendix 1: CPAQ (Chronic Pain Acceptance Questionnaire)
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CPAQ
Directions: Below you will find a list of statements. Please rate the truth of each 
statement as it applies to you by circling a number. Use the following rating scale to 
make your choices. For instance, if you believe a statement is “ Always True” , you would 
circle the 6 next to that statement.
1. I am getting on with the business of living no matter what my level 
of pain is 0 1 2 3 4 5 6
2. My life is going well, even though I have chronic pain 0 1 2 3 4 5 6
3. It’s OK to experience pain 0 1 2 3 4 5 6
4. I would gladly sacrifice important things in my life to control this 
pain better 0 1 2 3 4 5 6
5. It’s not necessary for me to control my pain in order to handle my 
life well 0 1 2 3 4 5 6
6. Although things have changed, I am living a normal life despite my 
chronic pain 0 1 2 3 4 5 6
7. I need to concentrate on getting rid of my pain 0 1 2 3 4 5 6
8. There are many activities I do when I feel pain 0 1 2 3 4 5 6
9. I lead a full life even though I have chronic pain 0 1 2 3 4 5 6
10. Controlling pain is less important than other goals in my life 0 2 3 4 5 6
11. My thoughts and feelings about pain must change before I can 
take important steps in my life 0 1 2 3 4 5 6
12. Despite the pain, I am now sticking to a certain course in my life 0 1 2 3 4 5 6
13. Keeping my pain level under control takes first priority whenever I 
am doing something 0 1 2 3 4 5 6
14. Before I can make any serious plans, I have to get some control 
over my pain 0 1 2 4 5 6
15. When my pain increases, I can still take care of my 
responsibilities 0 1 2 3 4 5 6
16. I will have better control over my life if I can control my negative 
thoughts about pain 0 1 2 3 4 5 6
17. I avoid putting myself in situations where pain might increase 0 1 2 3 4 5 6
18. My worries and fears about what pain will do to me are true 0 2 3 4 5 6
19. It’s a relief to realise that I don’t have to change my pain to get on 
with my life 0 1 2 3 4 5 6
20. I have to struggle to do things when I have pain 0 2 3 4 5 6
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Appendix 2: CRVI (Chronic Pain Values Inventory)
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CPVI
Many people with chronic pain find that their pain and other symptoms are barriers 
to engaging in activities that are personally important to them. These people have 
“VALUES” but they are not living according to their values.
For example, you may want to be a loving partner, a warm and supportive parent, a 
helpful and reliable friend, a person who keeps physically fit and able, or a person 
who is always learning new skills, but you may find yourself in circumstances where 
you are not living that way.
For each of the areas listed below consider how you most want to live your 
life. Then rate how IMPORTANT each domain is for you. This is NOT about 
how well you are doing in each area — it is about how important it is to you. 
Rate the importance you place in each domain using any number on the scale 
from 0 (not at all important) to 5 (very important). Each area need not be 
important to you - rate an area low if it is not important to you personally.
0 1 2 3 4 5
Not at all Slightly Somewhat Moderately Very Extremely
Important Important Important Important Important Important
Consider each area according to your values, the important 
ways that you most want to live your life in each domain.
IMPORTANCE
Of This Domain To 
You
1. FAMILY: Participation in your relationships with your parents, 
children, other close relatives, people you live with, or whoever is . 
your “family.”
2. INTIMATE RELATIONS: Being the kind of partner you want to 
be for your husband/wife or closest partner in life.
3. FRIENDS: Spending time with friends, doing what you need to 
maintain friendships, or providing help and support for others as a 
friend.
4. WORK: Engaging in whatever is your occupation, your job, 
volunteer work, community service, education, or your work around 
your own home.
5. HEALTH: Keeping yourself fit, physically able, and healthy just 
as you would most want to do.
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6. GROWTH AND LEARNING: Learning new skills or gaining 
knowledge, or improving yourself as a person as you would most 
want.
CPVI -CONTINUED
In this section we want you to look at how much SUCCESS you have had in 
living according to your values. Many times when people have chronic pain 
they find it difficult to live their life as they want to live it.
For each of the areas of life listed below consider again how you most want to 
live your life. Then rate how SUCCESSFUL you have been living according 
your values during the past two weeks. These questions are not asking how 
successful you want to be but how successful you have been. Rate your 
success using any number on the scale from 0 (not at all successful) to 5 
(very successful).
0 1 2 3 4 5
Not at all Slightly Somewhat Moderately Very Extremely
Successful Successful Successful Successful Successful Successful
Consider each area according to your values, the important 
ways that you most want to live your life in each domain.
SUCCESS
At Living Your 
Values
1. FAMILY: Participation in your relationships with your parents, 
children, other close relatives, people you live with, or whoever is 
your “family.”
2. INTIMATE RELATIONS: Being the kind of partner you want to 
be for your husband/wife or closest partner in life.
3. FRIENDS: Spending time with friends, doing what you need to 
maintain friendships, or providing help and support for others as a 
friend.
4. WORK: Engaging in whatever is your occupation, your job, 
volunteer work, community service, education, or your work around 
your own home.
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5. HEALTH: Keeping yourself fit, physically able, and healthy just 
as you would most want to do.
6. GROWTH AND LEARNING: Learning new skills or gaining 
knowledge, or improving yourself as a person as you would most 
want.
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SF-36 HEALTH SURVEY 
Name:
Date when completing form:
INSTRUCTIONS: This survey asks your views about your health. This information will 
keep track of how you feel and how well you are able to do your usual activities. Please 
answer every question by marking the answer as indicated. If you are unsure about how 
to answer a question, please give the best answer you can.
(Circle one number on each line)
1. In general, would you say your health is:
Excellent 1
Very good 2
Good 3
hair 4
Poor 5
(Circle one number on each line)
2. Comoared to one year aao. how would vou rate vour health in 
general now?
Much better now than one year ago 1
Somewhat better than one year ago 2
About the same as one year ago 3
Somewhat worse than one year ago 4
Much worse now than one year ago 5
3. The following questions are about activities you might do during a typical day. 
Does your health now limit you in these activities? If so, how much?
(circle one number on each line)
Activities Yes, limited 
a lot
Yes, limite 
a little
No, not 
limited at all
Vigorous activities, such as running, lifting heavy 
objects, participating in strenuous sports
1 2 3
Moderate activities, such as moving a table, 
pushing a vacuum cleaner, bowling or playing go
1 2 3
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Lifting or carrying groceries 1 2 3
Climbing several flights of stairs 1 2 3
Climbing one flight of stairs 1 2 3
Bending, kneeling or stooping 1 2 3
Walking more than one mile 1 2 3
Walking half a mile 1 2 3
Walking one hundred yards 1 2 3
Bathing or dressing yourself 1 2 3
4. During the past 4 weeks have you had any of the following problems with 
your work or other regular, daily activities as a result of vour physical health?
(circle one number on each line)
Yes No
Cut down on the amount of time you spent on work or other activities 1 2
Accomplished less than you would like 1 2
Were limited in the kind of work or other activities 1 2
Had difficulty performing the work or other activities (for example, it toe 
effort)
1 2
5. During the past 4 weeks, have you had any of the following problems with your woi 
Or other regular, daily activities as a result of any emotional problems (such as feeling 
depressed or anxious)?
(circle one number on each line)
Yes No
Cut down on the amount of time you spent on work or other activities 1 2
Accomplished less than you would like 1 2
Didn't do work or other activities as carefully as usual 1 2 .......
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6. During the past 4 weeks, to what extent has your physical health or
emotional problems interfered with your normal social activities with family, friends, 
neighbours or groups?
(circle one number on each line)
Not at all 1
Slightly 2
Moderately 3
Quite a bit 4
Extremely 5
7. How much bodily pain have you had during the past 4 weeks?
(circle one number on each line)
None 1
Very mild 2
Mild 3
Moderate 4
Severe 5
Very severe 6
8. During the past 4 weeks, how much did pain interfere with your normal work 
(including both work outside the home and housework)?
(circle one number on each line)
Not at all 1
Slightly 2
Moderately 3
Quite a bit 4
Extremely 5
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9. These questions are about how you feel and how things have been with
you during thepast 4 weeks. For each question please give the one answer
that comes closest to the way you have been feeling. How much of the time during tf 
past 4 weeks:
(circle one number on each line)
All of 
the time
Most of 
the time
A goodb 
of the tim
Some c 
the time
A little c 
the time
None o 
the time
Did you feel full of life? 1 2 3 4 5 6
Have you been a very 
nervous person?
1 2 3 4 5 6
Have you felt so down in the 
dumps that nothing could 
cheer you up?
1 2 3 4 5 6
Have you felt calm and 
peaceful?
1 2 3 4 5 6
Did you have a lot of energy? 1 2 3 4 5 6
Have you felt downhearted 
and low?
1 2 3 4 5 6
Did you feel worn out? 1 2 3 4 5 6
Have you been a happy 
person?
1 2 3 4 5 6
Did you feel tired? 1 2 3 4 5 6
10. During the past 4 weeks, how much of the time has vour physical health
or emotional problems interfered with your social activities (such as visiting 
friends, relatives)?
(circle one number on each line)
All of the time 1
Most of the time 2
Some of the time 3
A little of the time 4
None of the time 5
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11. How TRUE or FALSE is each of the following statements to you?
(circle one number on each line)
Definitely
True
Mostly
True
Don't
Know
Mostly
False
Definitely
false
I seem to get ill more easily than 
other people
1 2 3 4 5
I am as healthy as anybody I know 1 2 3 4 5
I expect my health to get worse 1 2 3 4 5
My health is excellent 1 2 3 4 5
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Appendix 4: PSEQ (Pain Self-Efficacy Questionnaire)
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PAIN S-E QUESTIONNAIRE (PSEQ)
M K Nicholas, 1989
NAME:______________________________________ DATE:_________________
Please rate how confident you are that you can do the following things at present, 
despite the pain. To indicate your answer, circle one of the numbers on the scale 
under each item, where
0 = not at all confident and 6 = completely confident.
For example:
0 1 2 3 4 5 6
Not at all Completely
confident confident
Remember, this questionnaire is not asking whether or not you have been doing 
these things, but rather how confident you are that you can do them at present, 
despite the pain.
1 .1 can enjoy things, despite the pain 
0 1 2
Not at all Completely
confident confident
2 .1 can do most of the household chores (e.g. tidying up, washing dishes, etc.) 
despite the pain.
0 1 2 3 4 5 6
Not at all Completely
confident confident
3 .1 can socialise with my friends or family members as often as I used to do, despite 
the pain.
0 1 2 3 4 5 6
Not at all Completely
confident confident
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4 .1 can cope with my pain in most situations.
0 1 2 3 4 5 6
Not at all Completely
confident confident
5 .1 can do some form of work, despite the pain (‘work’ includes housework, paid
and unpaid work).
0 1 2  3 4 5 6
Not at all Completely
confident confident
6 .1 can still do many of the things I enjoy doing, such as hobbies or leisure activity
despite pain.
0 1 2  3 4 5 6
Not at all Completely
confident confident
7 .1 can cope with my pain without medication.
0 1 2  3 4 5 6
Not at all Completely
confident confident
8 .1 can still accomplish most of my goals in life, despite the pain.
0 1 2  3 4 5 6
Not at all Completely
confident confident
9 .1 can live a normal lifestyle, despite the pain.
0 1 2  3 4 5 6
Not at all Completely
confident confident
10. I can gradually become more active, despite the pain.
0 1 2 3 4 5 6
Not at all Completely
confident confident
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Appendix 5: PASS-20 (Pain Anxiety Symptoms 
Questionnaire)
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PASS
Individuals who experience pain develop different ways to respond to that pain. We would like to know  
what you do and what you think about when in pain. Please use the rating scale below to indicate how  
often you engage in each of the following thoughts or activities. Circle any number from 0 (NEVER) to 5 
(ALWAYS) for each item.
NEVER
I think that if my pain gets too severe, it will never decrease................ 0
When I feel pain I am afraid that something terrible will happen  0
I go immediately to bed when I feel severe pain.................    0
I begin trembling when engaged in activity that increases pain....:.......  0
I can’t think straight when I am in pain............................................... 0
I will stop any activity as soon as I sense pain coming on...................  0
Pain seems to cause my heart to pound or race.;..........................   0
As soon as pain comes on I take medication to reduce it....................  0
When I feel pain I think that I may be seriously ill...............................  0
During painful episodes it is difficult for me to think of anything else 0 
besides the pain................................................................................
I avoid important activities when I hurt...............................................  0
When I sense pain I feel dizzy or faint...............................................  0
Pain sensations are terrifying............................................................  0
When I hiirt I think about the pain constantly.....................................  0
Pain makes me nauseous (feel sick) ................................................  0
When pain comes on strong I think I might become paralyzed or q
In ore disabled
I find it hard to concentrate when I hurt..............................................  0
I find it difficult to calm my body down after periods of pain................. 0
I worry when I am in pain...................................................................  0
I try to avoid activities that cause pain...............................................  0
WAYS
k
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Appendix 6: PCSQ (Pain Coping Strategies Questionnaire)
URN: 6111394
PAIN COPING STRATEGIES 
QUESTIONNAIRE
EK
NF£R-N£jls0N
HtM VSotU /Cm
Name:............................ ..................................................
Date:  Record Number:
Individuals who experience pain have developed a number of ways to cope or deal with their pain. 
These include saying things to themselves when they experience pain, or engaging in different 
activities. Below are a list of things that people have reported doing when they feel pain. For each 
activity, 1 would like you to indicate, using the scale below, how much you engage in that activity when 
you feel pain. An 0 indicates that you never do that activity when you are experiencing pain, a 3 
indicates you sometimes do it when you are experiencing pain, and a 6 indicates you always do it 
when you are experiencing pain. Remember, you can use any point along the scale. Write the 
appropriate number in the box beside each question.
0 1 2 3 4 5 - 6
Never Sometimes Always
do do that do that
When I feel pain ...
I ' I 1. 1 try to fee! distant from the pain, almost as if the pain was in somebody else's
body.
.. I 2. 1 leave the house and do something, such as going to the cinema or shopping.
1 • I 3. 1 try to think of something pleasant.
I . .I 4. 1 don't think of it as pain but rather as a dull or warm feeling.
1 1. 5. It i^ j terrible and 1 feel it is never going to get any better.
! 1 6. 1 tell myself to be brave and carry on despite the pain.
1 » 1 7. 1 read.
1 1 8. 1 tell myself that 1 can overcome the pain.
U  I 9. 1 count numbers in my head of run a song through my mind.
i > 110. 1 just think of it as some other sensation, such as numbness.
1 111. It is awful and I feel that it overwhelms me.
U  112. 1 play mental games with myself to keep my mind off the pain.
1 113. I feel my life isn’t worth living.
1 114. 1 know someday someone will be here to help me and it will go away for a while.
I I 15. 1 pray to God it won't last long.
1 ' 1 16. 1 try not to think of it as my body, but rather as something separate from me
1 117. 1 don’t think about the pain.
1___ 118. 1 try to think years ahead, what everything will be like after I’ve got rid of the pain.
1 119. 1 tell myself it doesn’t hurt.
1 120. 1 tell myself 1 can't let the pain stand in the way of what 1 have to do.
1___ 1 21. 1 don't pay any attention to it.
I I 22. 1 have faith in doctors that someday there will be a cure for my pain.
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24. 
- = J  25. 
0 2 6 .  
0 2 7 .R:
When I feel pain ... , r
23. No matter how bad it gets, I know I can handle it.
I pretend it is not there 
I worry all the time about whether it will end.
I replay in my mind pleasant experiences in the past. 
I think of people I enjoy doing things with.
I pray for the pain to stop.
I imaging that the pain is outside of my body.
C p  30. I just go on as if nothing happened.
CZL2. 31. I see it as a challenge and don’t let it bother me. 
-iC T j 32. Although it hurts, I just keep on going.
33. 1 feel I can't stand it any more.
34. I try to be around other people.
35. I ignore it. 
m  36. I rely on my faith in God.
I ' I 37. I feel like I can’t go on.
1"* I 38. I think of things I enjoy doing.
L _ J  39. I do anything to get my mind off the pain.
40. I do something I enjoy, such as watching television or listening to music.
.  ^ 41. I pretend it is not part of me.
I 42. I do something active, like household chores or projects.
Based on all the things you do to cope or deal with your pain, on an average day, how much 
control do you feel you have over it? Please circle the appropriate number. Remember, you 
can circle any number along the scale.
No control Some control Complete
control
l -
Based on all the things you do to cope or deal with your pain, on an average day, how much 
are you able to decrease it? Please circle the appropriate number. Remember, you can 
circle any number along the scale.
0 1 
Can’t decrease 
it at all
Can decrease 
it somewhat
Can decrease 
it completely
b Rosenstiel and Keefe, 1981. From 'The use of coping strategies in chronic low back pain patients: relationship to 
patient characteristics and current adjustment', Pain, 17, 33-44. Reproduced with the kind permission of A. K. 
[Rosenstiel) Gross.
' This measure is part of Measures in Health Psychology: A User's Portfolio, written and compiled by Professor John 
Weinman, Dr Stephen Wright and Professor Marie Johnston. Once the invoice has been paid, it may be photocopied 
/or use within the purchasing institution only. Published by The NFER-NELSON Publishing Company Ltd, Darville 
House, 2 Oxford Road East, Windsor, Berkshire SL4 1DF, UK. " Code 4920 02 4
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Appendix 7: BC-MDI (British Columbia -  Major Depression
Inventory)
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____________ BC-MPl____________________________
The following is a list of symptoms that you may have experienced. Consider your experience 
with these symptoms over the past two weeks, including today. Please choose either YES 
or NO for each one then rate each symptom marked "yes” in the severity scale (1 -  5),
1 2 3 4 5
i Very Mild Problem Mild Problem M oderate Problem Severe Problem Very Severe 
Problem
If 'yes', answer how bad (1-S)
1 1 feel sad, down in the dumps, or blue (nearly every day). Yes No
2 1 lack interest in, or 1 do not enjoy, most activities (nearly every day) Yes No
3 1 have trouble falling asleep or staying asleep (nearly every day). Yes No
4 1 sleep much more than in the past (nearly every day). Yes No
5 1 fee! restless and agitated (nearly every day) Yes No
6 I feel slowed down (for example, 1 move slowly and think slowly)
(nearly every day). Yes No
7 1 fee! tired and have low energy (nearly every day). Yes No
8 1 have a poor appetite (nearly every day). Yes No
9 1 have a greater appetite than in the past. Yes No
10 1 have lost weight due to poor appetite (in the past 2 weeks). Yes No
11 I have gained weight due to greater appetite (in the past 2 weeks). Yes No
12 1 often feel worthless or useless. Yes No
13 1 am burdened by guilt (e.g., 1 feel 1 have made many mistakes). Yes No
14 1 have trouble concentrating, thinking, or solving problems
(nearly every day). Yes No
15 1 often think about dying (most days). Yes No
16 I think about killing myself. Yes No
*****ysjng #,2 scale below, rate the impact that any of the symptoms 
and problems above have on your life.
1 o 1 2 3 4No im pact on m y Mild im pact M oderate Severe im pact Very severe impact on
i day-to-day life impact my day-to-day life
17
18
19
20
Circle your response 
0 1 2  3 4Impact on my ability to be effective at work or in school
(Tick here if the last item is not applicable to your current situation_____)
impact on my family relationships and responsibilities: 0 1 2
Impact on my social life and recreational activities 0 1 2
k
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Appendix 8: Evidence of SRRP service feed back
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Pain Management Services
NH5 Trust
4th August 2010
Dear Siobhan,
Thank you so much for your excellent presentation entitled ‘A service evaluation of the pain 
management programme* which you presented to the Pain management department including the 
medical pain consultants and the pain management multidisciplinary team.
You presented very well and I have had good feedback from the rest of the team who were interested 
to hear your results and conclusions. This has been an important piece of work, giving evidence to 
the efficacy of the programme as well as helping to make recommendations towards the development 
and improvement of the pain management programme.
We very much appreciate your hard work in conducting and presenting this research.
Best wishes
(Consultant Clinical Psychologist)
1of1
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Abstract
Objective
This research aimed to explore further the gap in knowledge regarding the 
experiences of BME carers, with the objective of introducing a methodological 
qualitative insight into the field of caring for people with mental health problems. To 
fulfil the aims and objectives, the study asked: ‘what are Black Afro-Caribbean 
women’s’ experiences of caring for someone with a severe and enduring mental 
health problem?’
Design
The research used face-to-face, semi structured interviews as the method of data 
collection, alongside Interpretative Phenomenological Analysis (IPA) which was 
chosen as the method of data analysis.
Participants
Eight participants were interviewed as part of the research. They self-identified as 
Black Afro-Caribbean carers, were 33-79 years old, and were all female.
Results
Four super-ordinate themes arose from the transcripts; ‘A personal and cultural 
understanding of the caring role’, ‘Getting on with the tasks of caring’, ‘Dealing with 
an imperfect system’, ‘Valuing support’.
Conclusions
The participants faced similar difficulties to other carers in terms of; the struggles 
involved with their caring role, the difficulties they faced with the system, and how 
much they valued social and professional support in their caring role. It is possible to 
conclude that whilst ethnicity was important in some areas, particularly when dealing 
with the system and the church’s influence on individual coping strategies, it was not 
an over-arching theme. This suggests that ethnicity is not something which can be
URN: 6111394
Page 130
separated, but is inter-twined with multiple aspects of the experience when caring 
for someone with a mental health problem.
Implications
The participants wanted to see change in the system in terms of the attitudes of 
staff, the general treatment of service users and the extent to which they are 
included in the care of their loved ones. Therefore this research has implications for 
changes in clinical practice.
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Introduction
This research explores the experiences of women from Black Minority Ethnic (BME) 
backgrounds who care for people with mental health problems. Carers’ needs have 
been researched over the past two decades and there has been a growing body of 
evidence, and a commitment from the government, to address those needs 
(Department of Health (DoH), 1999). The experiences of BME communities have 
also been explored in research, however there is little overlap between these two 
areas, resulting in an “absolute poverty of research” (Sashidharan, 2003, pp.10) into 
the experiences of carers from BME backgrounds. The consequence of this lack of 
research is that “little is known about the experiences of BME carers of adults with 
mental health problems in the UK” (Fernando & Keating, 2009, pp.248). The 
experiences of BME carers are relevant to all healthcare professionals as they will 
work with them in their role as carer, but more specifically to clinical psychologists 
who, when working with clients with mental health problems, will need to consider 
carers in their clients’ formulations and interventions, as well as carers’ own complex 
needs when working with them as individuals.
The clarification of the two key concepts, carer and ethnicity, is essential. Firstly, a 
carer, as understood in this research, is someone who “spends a significant 
proportion of their life providing unpaid support to family or potentially friends. This 
could be caring for a relative, partner or friend who is ill, frail, disabled or has mental 
health or substance misuse problems” (DoH, 2008, pp.11). This reinforces the idea 
that a carer is someone who takes on the potentially difficult role of looking after a 
relative or friend for little or no money in addition to other responsibilities that they 
may have, such as caring for children and/or paid employment.
Secondly, ethnicity, Fernando and Keating (2009) describe ethnicity in the UK as “a 
mixture of cultural background and racial designation as experienced by a person, a
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family or a group of people” (pp.17). They emphasise the importance of an 
individual’s own experience of ethnicity which allows individuals to formulate their 
own cultural identity. In addition, the category of Black Afro-Caribbean, as used by 
the Office for National Statistics (ONS) (ONS, 2011) will be used to further define 
and understand ethnicity in this research.
Due to the limited research and knowledge about BME carers, this research will 
examine in the first instance; carers of people with mental health problems, BME 
service users’ experiences, and the experiences of BME carers. The study will then 
establish links between these subject areas; it will explore the relevant literature and 
discuss the implications of the research at individual, service, and community levels. 
This will involve an exploration of the experiences of mental health problems for 
service users and carers, including the effects of stigma. There will also be an 
examination of the perception of mental health in BME communities and the 
interaction between mental health stigma and racism. Additionally, how carers 
engage with mental health services will be examined, as well as how mental health 
services interact and engage with carers, people from BME backgrounds, and other 
BME carers. Furthermore, the study will look at the influence of government reports 
on mental health services, as well as mental health services’ engagement with 
communities.
The effects of caring on carers
Past literature reflects on the role of “carer” and both the positive and negative 
effects on the individual which, in turn, may affect their physical and mental health. 
Hunt (2003), for example, provided an overview of the effects of caring on carers 
and the terminology used to describe them. Hunt (2003) started by describing the 
negative experiences of carers, looking initially at the minor stressors (for example, 
making phone calls for appointments) which are defined as “hassles of caregiving” 
and which Hunt states may have an accumulative effect on carers’ own mental
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health. However, due to the demanding nature of the role, the term “caregiver strain” 
is used to describe the excessive physical and/or mental exertion needed for this 
role. In contrast “caregiver stress” relates to the carer’s perception of stress caused 
by the imbalanced nature of the demands of the role compared to the carer’s own 
resources and capabilities (Hunt, 2003). Further, the effects of caregiver stress can 
have a cascading negative effect on carers’ health (Segerstrom & O’Connor, 2012).
“Caregiver burden” is a term often used in the literature (Askey et al., 2009). This 
refers to the “objective burden” of being a carer, and to burdens such as financial 
costs, as well as the “subjective burden”, which is concerned with psychological 
effects of caring. Caregiver burden is also associated with an increase in distress, 
due to increased anxiety, stress, and guilt about the care their relative receives from 
services, as well as a decrease in the carers’ own quality of life, which has an 
impact on their psychological and physical health (Askey et a i, 2009). These 
negative effects are directly related to the physical and psychological elements of 
their role and will be discussed in more detail below.
The relationship between stress, perceptions of burden and carers health can be 
explained using a “common core model for caregiver distress” (Knight & Sayegh, 
2010). In the model caregiver distress and carers’ appraisal of burden are key 
mediators of stress which suggests that high levels of burden appraisal are 
associated with worse mental and physical health for carers. The “common core 
model of caregiver distress” is used by Knight and Sayegh (2010) to develop the 
“sociocultural stress and coping model for caregivers” which explains that in addition 
to the perception of caregiver burden, coping styles and social support also have an 
effect on carers’ health. The model goes on to explain that coping styles and social 
support are effected by carers’ cultural values (which are specific to the carers’ 
cultural group) (Knight & Sayegh, 2010).
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Financial support is important as low socio-economic status is known to have links 
with poorer health (Coursen, 2009) and there are significant financial costs 
associated with the role of carer, which contribute to the “objective burden” felt by 
carers. The charity ‘Carers UK’ have campaigned for a more well-defined 
recognition by ring-fencing the term “carer” for unpaid carers, rather than paid care 
workers, aiming to help individuals identify themselves as a carer and seek any 
benefits they are entitled to (Carers UK, 2005, cited Lloyd, 2006). However, 
according to Lloyd (2006) even when receiving benefits this does not prevent carers 
living in poverty because the support is provided is not adequate. Carers UK also 
promoted improvements in work-life balance and the recognition from employers, 
allowing carers to continue paid employment. Securing rights at work is important 
because the demands of the caring role often interfere with a carer’s paid work, 
which can result in carers feeling unable to sustain both due to perceived inflexibility, 
as well as feeling unable to tell their employer about the extent of their caring role 
(Carers UK, 2005, cited Lloyd, 2006). Nevertheless, as Lloyd (2006) discussed, this 
did not secure carers any rights at work, making sustaining employment difficult for 
carers. There is clearly a need for a greater level of financial support for all carers. 
However, this may not be easy due to the recent global financial recession. Carers 
UK maintain that they are saving the government a significant amount of money 
(£119 billion a year, www.carersuk.org. 2012). However, as Lloyd (2006) argues, the 
government is unlikely to give carers more financial support as this would decrease 
government savings. If financial support is unlikely to be forthcoming then more 
practical and emotional support could be provided for all carers. Recently, Carers 
Week (2012) found that 87% of carers reported a negative impact on their own 
mental health, with the reasons being given as a lack of practical, financial, and 
emotional support. Trig g le (2012) commented that these findings indicated that 
carers were being “let down by the failing social care system” (Triggle, 2012, pp.1)
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and there have been calls for reform in the funding of social care. Consequently, 
there is a need for more support for carers.
Carers often look after people with severe and enduring mental health problems.
This added complexity may in part explain why the role of carer has negative effects 
on the individual. Their role often involves handling difficult situations with a high 
level of care, as well as needing to calm situations where agression and violence 
are present, which can affect carers both physically and psychologicaly. Loughland 
et al. (2009) found that carers faced high levels of verbal aggression, with nearly a 
quarter of respondents feeling their lives were in danger during episodes of 
aggression, and three quarters of respondents reporting moderate to severe levels 
of aggression. Moreover, these violent situations were experienced by carers on a 
regular basis. Loughland et al. (2009) found half of respondents met the criteria for 
‘high likelihood for Post-Traumatic Stress Disorder (PTSD)’ as they were irritable, 
easily upset, and unable to relax. As a result the researcher would suggest that it is 
vital clinicans and services recognise the difficulties carers reguarly face. This could 
involve assessing the lack of formal support systems for unpaid carers, in relation to 
the regular supervision, team support and incident debriefing (www.dh.aov.uk. 2012) 
provided for healthcare professionals. This would seem to be appropriate as 
previous research has highlighted that carers do seek support from others, as 
talking and trying to be in control were common coping strategies for carers 
(Kartalova-O'Doherty &Doherty, 2008).
As well as support from others, it is arguable that the positive elements of caring can 
help make the role more manageable. Hunt (2003) described these positive effects 
as the events which make a caregiver feel good, or joyful, and are described as the 
“uplifts of caregiving”, they relate to the confidence and satisfaction felt, and are 
defined as “caregiver esteem”, but they also correspond to the benefits and positive
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elements of being a carer and these are described as “caregiver satisfaction” (Hunt, 
2003). Carers make efforts to make sense of the caregiving role and interpret their 
own experiences and responses to caregiving, which Hunt (2003) referred to as 
“meaning making through caregiving”. These positive elements make the role more 
manageable and the situation less overwhelming for carers, and in part explain how 
and why carers continue in their caring role. Overall it would seem that the carers 
own perception of caring is important to determine the levels of stress and burden 
experienced, but also, and in contrast, the levels of joy and satisfaction. However, 
caring may also have an impact on their identity, which will be discussed below.
The effects of caring on carers: Identity
The literature has identified that part of caregiving involves taking on the new role of 
carer. Stets and Burke (2000) suggested that, according to identity theory, a “role 
identity” is informed by the structure of culture and society and refers to the meaning 
an individual attaches to him or herself whilst performing that role, which 
incorporates their own understanding and expectations of that role. The role of carer 
may have certain associated expectations, for example supporting and helping a 
relative, which affects the carers’ behaviours, and how they interact with others. 
Alongside this new “role identity” is a “social identity”, which Stets and Burke (2000) 
explained, was related to groups, and the sense of belonging and self-worth 
associated with being similar to the “in-group” (in this case carers), and the “out­
group” (non-carers). Further, Stets and Burke (2000) argued that one can 
simultaneously have a “role identity” and a “social identity”. Thus carers may have a 
personal “role identity”, relating to their individual experiences of caregiving, as well 
as a “social identity”, belonging socially to the carers in-group. The development of 
role and social identities is related to an individual’s sense of self, self-worth and 
self-esteem (Stets & Burke, 2000). Therefore understanding how role and social
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identity may affect carers has implications for their self-esteem and their own 
emotional well-being.
Alongside these personal and social identities, there may be an observed alteration 
in carers' work identity especially when taking into account that paid work and/or a 
career may have been given up by the carer. According to Fryers (2006), Western 
culture heavily emphasises the importance of work for the self since it helps to 
provide a sense of identity, defining people by the job they have and the work they 
do, giving people value, purpose and maintaining their self-esteem. Goffman (1971, 
cited Quinn & Evans, 2010) emphasised that carers, having given up work, may 
have to construct a new identity based upon their new situation, working 
environment and changing relationships and that this may affect a person’s self­
esteem, feeling undervalued without the feedback of paid work.
It could be argued however that carers have a new work role in caring for their 
relative and that a caring role mirrors the roles that Fryers (2006) described as the 
‘housewife’ or ‘stay-at-home-mother’. However, Fryers (2006) acknowledges that 
these roles in themselves hold less status than a paid job, with women themselves 
often minimising their role, despite the hard work and effort which are involved and 
that this lack of status can affect an individual’s sense of identity and self-esteem 
(Fryers, 2006).
Another factor which may result in carers not recognising the value of their role, and 
therefore possibly effecting their identity and self-esteem, is that they often identify 
themselves primarily in terms of their personal relationship with the person, rather 
than as a carer, which means that they do not identify themselves as such to 
services, resulting in them not receiving the support that is available to those who 
have identified themselves as carers to services. This can be made more difficult 
within BME communities as they may see the activities encompassed within the role
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of carer as an extension of their role as family member (Afiya Trust, 2008). Despite 
this fact, carers in general also feel a lack of recognition for their role and do not feel 
respected as equal partners in care, nor as experts on their situation (DoH, 2010). 
Unfortunately this remains the case today even though carers’ charities have been 
working towards improved standards for carers (e.g. Carers Week, 2012).
Carers as part of the care system
Carers have been described as an essential part of the care system (Askey et al., 
2009) and as they have become responsible for providing care for their loved ones 
at home, consequently they often face difficult and challenging situations in their 
own homes. Wilkinson and McAndrew (2008) highlighted how service users are 
discharged earlier from hospital because there is an assumption, by some mental 
health services, that family members will take on the role of carer, and will therefore 
provide care at home, which was previously provided by healthcare professionals. 
This assumption together with the fact that carers have been recognised as an 
essential element of social care within government reports (e.g. DoH, 2008), has 
helped give a potentially unhelpful sense of division between healthcare 
professionals and unpaid carers, as well as a sense of exclusion from mental health 
services, in spite of carers wanting to work with services and professionals 
(Wilkinson & McAndrew, 2008). It would seem that whilst carers are viewed as 
competent enough to look after service users in the home, once mental health 
services become directly involved they are no longer treated as part of the team who 
provide care and support for their relative. In this way, mental health services could 
be perpetuating the minimisation of this role by not recognising that carers are 
experts in their situation.
The political response to carers
In recent years, three reports pertaining to the governments’ commitment to 
supporting carers of those with mental health problems have been published. The
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first, The National Service Framework for Mental Health (DoH, 1999), focused on 
information and support for carers, and sought to prioritise their needs by ensuring 
the implementation of assessments and care plans. It briefly mentioned BME 
communities, suggesting services provided access to information, and culturally 
sensitive services, as well as ensuring the local BME communities contribution to 
service development.
The second, Carers at the Heart of 21st Century Families and Communities (DoH,
2008), acknowledged the need for a “greater contribution from carers” (DoH, pp.5), 
the need to recognise carers’ work and the status it deserves. The report focused 
on making carers equal partners in care within mental health services, providing 
personalised services, allowing carers to have a life of their own, as well as 
financial, psychological, and physical support.
The third, Recognised, Valued and Supported: Next Steps for the Carers Strategy 
(DoH, 2010), set out key priorities; to increase the identification of carers, increase 
the recognition for the work they do, support them in paid work and education, 
provide personalised support, reform how carers are involved with services at 
multiple levels, and provide practical, emotional and financial support for carers in 
recognition of the stress and anxiety of caring.
The government plans would seem to reveal that the government is committed to 
making changes at a policy level to improve the support given to carers and to 
improve carers’ experiences with services. However, there are criticisms of these 
reports, as in the nine years between the 1999 report and the 2008 report being 
published there was little change in the provision of providing for carers and taking 
their needs into account. Askey et a i (2009) discovered that although changes in 
policy had taken place, these had not had a large impact on carers’ lives, and there 
had been little change in their experiences. This raised the question of how
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government documents could result in real-world changes for carers and it was 
suggested that there was a problem with providing appropriate support to individuals 
as circumstances were varied and changing (Askey et al., 2009). The researcher 
would suggest that there may be a lack of real-world change because these reports 
were not representative of the needs of all carers, as individual circumstances 
require varied yet appropriate support.
Additionally, the researcher would argue there is no sense of continuity between two 
of the reports, as the 2010 report only briefly mentioned the 2008 report, and did not 
demonstrate links between the two, meaning it is not possible to assess whether the 
aims set out in the 2008 report were still being aimed for, or whether the new ones 
set out in the 2010 report were being worked towards. This could mean previous 
work was lost, and the improvement of services for carers set back by two years.
Another criticism of these policies is how they treat carers as one homogenous 
group, and do not pay attention to the variety in carers’ experiences. Additionally, 
there has been little meaningful participation for BME carers in policy development 
(Gregory, 2010). The three government policies discussed here (1999, 2008, 2010) 
make a few brief mentions of BME carers, which could appear tokenistic, especially 
as there were poor outcomes for BME communities in this time period (Hepworth, 
2001, cited Gregory 2010). Apart from brief allusions to BME carers, the DoH did not 
give clear guidance to local councils on how to meet the needs of BME carers; this 
resulted in a lost opportunity for the policies to have a positive effect on BME 
communities (Afiya Trust, 2008). The needs of BME carers are not being explored in 
detail, resulting in their needs being overlooked at a national level, and therefore a 
lack of real-world change for BME carers. There are ways of overcoming this, as the 
National Black Carers and Carers Workers Network (NBCCWN), suggested by
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making use of the knowledge and experience of its organisation in order to ensure 
BME carers are not overlooked (Gregory, 2010).
The experiences of BME carers
Carers UK (2011) suggested BME carers face the same difficulties and challenges 
faced by all carers including the further problems encountered due to the stigma 
associated with mental health difficulties. However, they acknowledge that there are 
additional barriers encountered including culture, language, faith and 
misunderstandings about BME groups, and that these difficulties often arise 
because BME communities are seen as a homogenous group by services (Carers 
UK, 2011). The researcher would extend this by saying that carers within BME 
communities are also seen as a homogenous group and so face a higher level of 
disadvantage. This assertion is strengthened by emerging literature which looks at 
the differences within the carer group based on ethnicity.
There are two reasons as to why BME carers face a double disadvantage in terms 
of health inequalities. Firstly, BME communities are more likely to experience 
poverty, housing and employment difficulties, and poor health (Nazroo, 2006, cited 
Gregory, 2010). Secondly, being a carer increases the likelihood of financial 
difficulties and poor health (Carers UK, 2009, cited Gregory, 2010). Furthermore, 
BME carers face further difficulties as mental health services are less likely to meet 
their needs because prejudice, fear, and mistrust have led to restrictive procedures 
by professionals, and a lack of community based care (Keating &Robinson, 2004, 
cited Lloyd, 2006). This would seem contradictory in that BME carers are at a 
greater disadvantage it would seem more appropriate for them to receive a higher 
provision of services and support.
There needs to be culturally sensitive ways to meet those needs, requiring services 
to take different approaches depending on the community they are working with
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(Afiya Trust, 2008). However, for those working in services to become culturally 
sensitive it may be helpful to have in-depth knowledge about the needs of those 
specific communities, as opposed to BME communities in general.
The needs and experiences of BME carers in the UK were reassessed by the Afiya 
Trust (2008). They found that the concept of carer was unclear, as it did not 
necessarily translate into other languages and cultures, and it was not clear where 
the boundary between family member and carer lies, as family members were, at 
times, expected to provide extra care and support.
The experiences and effects on carers in relation to their interactions with services 
were researched by Yeandle et al. (2007). They found that BME carers were 
frustrated with services, the limited support provided, and the lack of appropriate 
support and services (for example no shared language). It was noted that carers 
valued a shared cultural background with staff members or a respectful and 
understanding staff member from a differing culture.
Past research into the needs of BME carers has focused on their experiences of 
mental health services. Although health inequalities have been explored there is 
little information about other aspects of BME carers’ experiences and the effects on 
them as individuals, a further detailed exploration of the needs of BME carers would 
provide more information to this limited area of research. The research will now look 
specifically at the interplay between ethnicity, caring and mental health services, and 
the effects on individuals who engage with those services.
BME carers and mental health services: an issue of racial inequality?
Mental health services not meeting the needs of people from BME communities has
been discussed previously. For example Sashidharan (2003) set out guidelines for 
all those who engage with, and provide mental health services for BME 
communities, in the document Inside Outside: Improving Mental Health Services for
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Black and Minority Ethnic Communities in England (2003). This aimed to reform 
mental health services in order to improve service experiences and decrease mental 
health problems for people in BME communities. Sashidharan (2003) reported high 
levels of deprivation, social exclusion, physical ill health, and psychological distress 
in BME groups who had poor experiences of and limited access to, health services.
Sashidharan (2003) argued that the mental health of people from BME backgrounds 
is affected by aversive experiences associated with social exclusion and racism, 
including the exclusion and racism experienced when contacting mental health 
services. Fernando and Keating (2009) stated that services continue to be perceived 
as racist, despite an increase in BME staff groups in health and social care.
When accessing services, people from BME backgrounds felt their ethnic 
background was not taken into account during assessments, and there was cultural 
stereotyping involved in treatment. These poor experiences effected how people 
from BME backgrounds use services, for example, Richman, Kohn-wood, and 
Williams (2007) found fear and mistrust of mental health services led to a decrease 
in the usage of these services by individuals from BME backgrounds. However, it 
would seem those from BME backgrounds are in greater need of mental health 
services, with racial discrimination acting as a potential contributor to any mental 
health problems (Richman etal., 2007).
BME carers also had poor experiences of services as they felt they were; uninvolved 
in treatment decisions such as medication, were not listened to by professionals 
concerning aspects of their loved ones care, and were not given information about 
mental health problems along with support recommendations (Sashidharan, 2003).
As a result of the evidence that people from BME backgrounds had poor 
experiences of services, Sashidharan (2003) set out three objectives for change; 
mental health services should reduce ethnic inequalities regarding the services they
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provide and the outcome of those services, mental health services should increase 
healthcare professionals’ ability to work with a multicultural population, and BME 
communities should increase their capacity to cope with mental health problems.
The issue of racial inequality and discrimination is not restricted to mental health 
services, but to a wider society. There have been multiple reports, policies and 
inquiries into racism, and the need to tackle racism in many institutions, including 
mental health services. However, these have had little lasting effect (Lowe, 2006).
Changes within mental health services: addressing cultural needs
It is clear from Sashidharan (2003) that action needed to be taken by mental health
services to engage with BME communities. There has also been research 
conducted into what aids mental health services engagement with BME 
communities. Sass etal. (2009) found limited evidence that ethnic matching, 
developing pre-treatment services, and information leaflets enhanced pathways to 
care for BME communities. In a related article Moffat etal. (2009) found 
improvements in pathways to care for BME communities which focused on specialist 
services, collaboration, facilitating referrals, outreach services, and rehabilitation. 
They found collaboration between the NHS and voluntary community-based projects 
resulted in improved social inclusion and recovery, and culturally specific advocates 
were beneficial to service users as they provided a high level of support.
There are questions about how to improve mental health services for people from 
BME backgrounds. Bhui and Sashidharan (2003) debated whether there should be 
separate mental health services for people from differing ethnicities, arguing mental 
health services did not offer culturally competent care which, for example, 
incorporates spiritual and religious beliefs into care plans, and although building 
relationships is seen as key in engaging with BME communities, the emphasis in 
mental health services is on managing risk, resulting in an inconsistent and
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inappropriate approach to care. Bhui and Sashidharan (2003) argued there is little 
alternative than to have separate services, employing trained staff who would 
develop ways of engagement and focus on the functioning of a person rather than 
just reducing symptoms. However, Bhui and Sashidharan (2003) also warned 
against such a move, explaining this would only highlight differences between ethnic 
groups, further marginalising BME communities, suggesting culture is a problem, 
and perhaps mental health differs between ethnicities. Bhui and Sashidheran 
(2003) concluded that culture and ethnicity must be incorporated into mainstream 
psychiatry as culture is relevant to all.
Fernando (2005) discussed projects which were designed to meet the mental health 
needs of BME communities. Specialist services within the NHS were set up to focus 
on BME communities. These services emphasised working with BME service users, 
and provided alternative services. However, such services relied on the enthusiasm 
and commitment of a few individuals, and many have since been incorporated into 
mainstream services, resulting in this focus being lost. The voluntary sector also set 
up specialist BME mental health services, which focused on alternative therapies 
and holistic approaches, allowed more flexibility in therapeutic relationships, and 
valued staff members’ cultural knowledge and BME backgrounds, utilizing their 
shared backgrounds to engage people. It is important to acknowledge the positive 
effects these services had, due to their emphasis on addressing needs, and valuing 
culture.
The research discussed suggests there is a need to incorporate issues surrounding 
ethnicity in mainstream services in a way which both remains focused and meets 
the needs of BME service users and carers, facilitating positive working 
relationships and improved recovery. Although there have been efforts made over 
the decades to improve the experiences of BME service users and carers this has
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been in local areas rather than as a nationwide scheme. This resulted in 
inconsistencies in the services on offer as the services were dependent on the 
energies of mental health professionals in the area.
Changes within mental health services: the question of institutional 
racism and staff attitudes
Research into the experiences of service users and carers suggests that they still 
perceive the system as racist (e.g. Fernando &Keating, 2009). One of the barriers to 
progress in terms of reducing racism in mental health services is the attitudes and 
behaviours of staff. Healthcare professionals are unable to recognise institutional 
racism in current practices, despite not wanting to cause harm to those they work 
with (Bhui &Sashidharan, 2003). Lowe (2006) argued that the anxiety of white 
professionals concerns with being perceived as racist made it difficult for them to 
engage with issues surrounding race, as this raised associated anxieties which did 
not fit with their own helping and caring identity. This may result in the experience of 
cognitive dissonance by healthcare professionals, as a result they may have 
reduced that dissonance by changing their perception of their actions and 
rationalising situations, rather than changing their beliefs or actions, which can be 
more difficult to achieve, and therefore less likely (Harmon-Jones &Mills, 1999). 
Lowe (2006) argued there was a denial of difference when people claim “we are all 
the same”. From Lowe’s position it is clear there are differences between people, 
which should be recognised and perhaps celebrated, and regardless of any 
differences people should be treated equally.
BME carers and communities: further stigma to challenge
Stigma is also experienced within BME communities. Knifton etal. (2009) explored
mental health in relation to BME communities, who face additional stigma relating to 
racism and disempowerment. They found that embarrassment, shame, guilt, and 
fear were associated with mental health problems within BME communities. The
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affect on families socially resulted in a compromised ability to fulfil duties as well as 
bringing criticism and disgrace on the family. This meant that service users from 
those communities felt they had little support. The stigma of mental health within 
BME communities has led to attempts to address the stigma, as it is thought stigma 
contributes to people from BME communities not engaging with mental health 
services (Gregory, 2010).
Ward and Heidrich (2009) discussed previous research from the later 20th century 
which explored African American communities’ previous attitudes towards mental 
health problems. Previously people with mental health problems were perceived as 
weak and inferior, society needed to be protected from them, and it was associated 
with shame and embarrassment for all those involved. Ward and Heidrich (2009) 
researched African American women’s’ beliefs about mental illness, discovering 
there was an increased understanding about mental health, that seeking help was 
not associated with high levels of stigma or shame, and there was a reliance on 
spiritual and social support to help cope with mental health difficulties. These 
perceptions about mental health problems suggest an increased level of knowledge 
and understanding about the nature of mental health problems.
Mental Health and the experiences of one ethnic minority: the 
experiences of people from a Black Afro-Caribbean background in the 
UK
In the 2001 census, 4.6 million identified themselves as being from a BME 
background, of which a quarter self-identified as Black (incorporating Black 
Caribbean) (ONS, 2011). Carers UK (2011) found that London had the highest 
number of BME carers in the UK, and Black Afro-Caribbean Carers were the third 
highest BME carer subgroup. Alongside the high number of BME carers is an over- 
representation within mental health services, as Black African’s and Black
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Caribbean’s were 44% more likely to be detained under the Mental Health Act 
1983, and were 50% more likely to be secluded (Fernando &Keating, 2009). Stanley 
(2009) argued African and Caribbean people experienced inappropriate services 
due to misdiagnosis and misunderstandings because cultural differences are not 
understood by mental health professionals.
Due to the over-representation in mental health services, the misunderstandings 
related to this group by mental health services, and the large number of Black Afro- 
Caribbean carers identified, the present researcher sought to address the balance 
by conducting an in-depth study of BME carers caring for someone with mental 
health issues.
The present study
From the above examination of the literature, it is possible to conclude that taking on 
the role of carer can affect the individual negatively and positively, and that people 
from BME backgrounds have an increased chance of developing mental health 
problems, as well as experiencing the compounding stigma of racism from within 
their own communities and/or mental health services. In terms of exploring BME 
carers experiences, Quinn and Evans (2010) were critical of the existing research 
into carers, arguing that carers have been looked at from the outside or in isolation, 
rather than as part of a complex, multifaceted system, and consequently out of their 
historical and social contexts. Exploring carers’ experiences within the context of 
their ethnicity is an example of the historical and social context that Quinn and 
Evans (2010) discussed.
There have been steps made to increase support for carers and reduce racism 
within the healthcare services. However, little is known about the experiences of
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BME carers, and how their experiences compare alongside non-BME carers and 
BME service users. This.has prompted calls for BME carers’ needs to become a 
mainstream issue. This research aimed to explore further the gap in knowledge and 
the experiences of BME carers, and its objective was to introduce a qualitative 
insight into the field of caring for a mental health individuals. To fulfil the aims and 
objectives, the study asks: what are Black Afro-Caribbean women’s’ experiences of 
caring for someone with a severe and enduring mental health problem?
To help answer this question, the research adopted a qualitative approach because 
becoming a carer relates both to a person’s everyday experience (caring on a 
regular basis) as well as a major experience (loved one developing a mental health 
problem). By using a qualitative approach it is possible to explore how people make 
sense of such experiences, and the meanings they attribute to them, within their 
social context (Smith etal., 2009).
The method of data collection chosen was a face-to-face interview. This type of 
method was deemed appropriate as it allows the researcher to establish rapport with 
the respondent, by listening and being guided by what is of interest to the 
participants (Smith, 2008). It enabled the researcher to be flexible, and allowed 
participants to discuss new and potentially unexpected material which the 
researcher may not have considered, and as a result provided richer material for the 
research (Smith, 2008). By conducting semi-structured interviews it was possible to 
gain a detailed picture about experiences, beliefs and perceptions on caring. The 
carers’ experiences and how they made sense of their role in the context of their 
personal and social world would need to be analysed.
The method of data analysis chosen was Interpretative Phenomenological Analysis 
(IPA). Phenomenology is the detailed exploration of specific experiences in 
individuals and the approach focuses on understanding things as people experience
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them (Larkin, 2012), as such I PA is appropriate to aid the researcher gain a rich 
understanding of the experiences carers from one ethnic minority group. The 
accounts which participants provide reflect their attempts to make sense of their 
experience; the researcher then interprets that account in order to understand better 
their experience (Smith et al., 2009). Therefore the interpretative element of I PA 
helps provide an understanding about how being a carer affects an individual and 
why people from BME backgrounds have reportedly difficult experiences with mental 
health services. Consequently, getting a deeper understanding may help contribute 
to the development of these services, basing knowledge upon experiences, rather 
than figures.
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Method
Participants
This research followed a purposive sampling strategy, meaning that specific 
individuals were invited to take part in the study because they could offer the 
research insight into the experience being investigated (Smith etal., 2009). In this 
study, it allowed the researcher to focus on one particular group, enabling a rich and 
detailed understanding of Black Afro-Caribbean carers’ experiences. Possible 
participants were referred by Carers’ Development Workers at a carers’ centre in the 
Greater London region.
Further, the research also sought a homogenous sample. This allowed the 
researcher to identify participants for whom the research question was relevant and 
meaningful, keeping the sample as uniform as possible (Smith etal., 2009). By 
focusing on one group it was possible to gain a richer and more detailed 
understanding of the phenomena under investigation.
The researcher invited adults who identified themselves as Black Afro-Caribbean, 
with a minimum of one year’s experience caring for someone they are related to, or 
in a relationship with. The person they cared for needed to have been diagnosed 
with a severe and enduring mental health problem such as; major depression, bi­
polar disorder, schizo-affective disorder, or schizophrenia, and had received, or 
continued to receive, support from mental health services.
Eight participants were invited to take part. This sample size was chosen as small 
samples allow for a more detailed and richer data analysis (Reid et al., 2005, cited 
Hefferon & Gil-Rodriguez, 2011). It meant that the data from each individual was 
valued, and it allowed the researcher to remain immersed in the individual accounts 
without becoming overwhelmed by the amount of data (Smith etal., 2009), allowing
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for credible and ethical research, due to a committed and rigorous relationship 
between the data and researcher.
The participants all lived in the same geographical area, and those they cared for 
were all under the care of one NHS mental health trust, see table 1 for more details 
about the participants. They were also all female; this was not by design, but due to 
the responses of only female carers.
Table 1 : Table of participants
Participant
Pseudonym
Age Number of years 
caring for person 
they care for
Relationship to 
person they care 
for
Ann 79 30 Mother
Barbara 53 10 Wife
Carol 33 4 Daughter
Diane 52 11 Sister
Elaine 55 9 Mother
Frances 75 20 Mother
Grace 45 10 Sister
Heather 63 4 Cousin
They were initially given information about the study (Appendix 1a-c) and were 
asked to contact the researcher if they wanted to participate.
Ethical Considerations
The researcher applied to the University’s Faculty ethics committee prior to 
conducting the research (Appendix 2a). During the recruitment of participants it was
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important to provide clear details about the research, including who was conducting 
the research, why the research was being done, how the interview data would be 
used, as well as the potential risks (such as emotional distress), and potential 
benefits (such as contributing to the literature in this area). This information was 
posted to the participants in advance, and re-presented to them before the interview, 
ensuring full comprehension and allowing time to ask any questions. This ensured 
that informed consent for the interview was obtained.
They were informed that the data collected would be kept securely, and only the 
researcher would have access to the recording, and that no identifiable information 
would be contained in the transcripts, with names and places being changed to 
ensure anonymity. The participants were informed this anonymised data would not 
remain confidential; as the findings were to be published. The differences between 
anonymity and confidentiality were discussed to obtain informed consent for the 
interview, and to ensure that there was an awareness of how the interview data 
would be used.
The ethics committee suggested a time frame of one month for participants to 
withdraw which would allow them to reflect and change their minds if they wanted 
but also ensured there was a time limit as to when they could withdraw.
Procedure
An advert in the carers centre newsletter was placed, and covering letters, 
information sheets and consent forms were given to individuals who met the 
inclusion criteria by the centre staff (for recruitment materials see Appendix 1a-e).
There was an initial lack of response from any potential participants, which was 
similar to other researchers’ experiences with participants from ethnic minority 
groups, associated with low participation rates (Liamputtong, 2010). This suggested 
the researcher did not account for potential suspicions and fears people may have
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about research (Liamputtong, 2010) in the initial recruitment stage. In addition, it 
may have been difficult for carers to commit to the time required for a qualitative 
research. As a result, it was decided that a face-to-face approach would be more 
appropriate due to the intimate nature of the research. In conjunction with the carers 
centre potential participants were invited to a welcome event (appendix 1e, 2b) and 
although a number of people could not attend they asked the centre worker to pass 
on their contact details directly to the researcher.
An interview schedule was designed (Appendix 3). The questions were developed in 
order to elicit responses from participants which would help answer the research 
question. It was important to consider the wording used, as the questions could not 
be too loaded, allowing participants to say what they thought about a subject, and 
not be led by the questions, resulting in participant and researcher being guided by 
the participants’ experiences and what is of importance to them (Smith, 2008).
Each interview was conducted at a carers centre, as this would be somewhere 
familiar to the carers, due to it being in their local area, and in a private room, 
ensuring the participants felt they could speak freely. Participants were told how 
long the interview was expected to be at the beginning. The interview schedule was 
used by the researcher as a prompt, depending on the participants’ responses.
Credibility of the research
As with any qualitative research project it is important to ensure a credible study. 
Yardley's (2000) four steps were followed to explore and ensure the credibility of this 
research:
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1. Sensitivity to context 
Considering the literature
For the research proposal, a literature review looked at relevant articles on; 
carers’ needs, BME needs, mental health, and phenomenology.
Social context
The research question focused on one element of the carers’ socio-cultural 
context, their ethnicity. However, the interview schedule had no questions 
explicitly relating to ethnicity, allowing the participants to speak about their 
experiences without having to describe them through the lens of ethnicity. 
Ethnicity was at times raised by the participants suggesting that these elements 
were of importance to the participants.
The relationship between interviewer and participant 
The researcher was a white British female, due to this there were potential 
power imbalances in the relationship around differences in ethnicity, education, 
and class. Because of this cultural context, there may have been concerns about 
not being understood or believed, effecting the participants behaviour. However, 
the researcher was guided by the principles of respect and compassion for 
culture, a key component of qualitative methodology (Liamputtong, 2010).
2. Commitment and rigour 
Commitment: Time
The researcher spent two years working on this piece of research, along with a 
prior interest in the experiences of carers. The process of conducting, 
transcribing, and analysing the interviews ensured that the researcher was 
committed.
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Commitment: Competence
The researcher drew upon clinical skills, particularly those around discussing 
difficult and personal topics with somebody. The researcher also dedicated time 
to learning and applying the analytical skills required.
Rigour: completeness of the data set, analysis and interpretation 
The transcripts from the interviews provide an adequate level of information 
about the participants’ experiences. A careful and detailed analysis of the data 
was completed, involving several readings of the data and a deep level of 
analysis and interpretation.
3. Transparency and coherence
Clarity and producing a persuasive description
The researcher used direct quotes from all the participants in order to show that 
themes arose from a variety of transcripts. The method section was made 
suitably clear in terms of the procedure. The super-ordinate themes and themes 
have been ordered in such a way to give the reader an understanding of what 
was discussed, guiding them in a clear and logical manner.
Meaningful to readers
As mental health affects 1 in 4 people (www.mentalhealth.org.uk. 2012) there is 
a chance the reader may have personal experience, and an understanding of 
the wider effects mental health problems have. This paper is relevant to all 
healthcare professionals, as it speaks about the experiences of the system, and 
the relationships between staff and carers.
4. Impact and importance
There is little known about BME carers and why they are often overlooked 
(Fernando & Keating, 2009) so it is important to have a rich and detailed account
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of their experiences, increasing their visibility. This research can be used to add 
to the literature about carers experiences (in particular BME carers), and add to 
the literature concerning BME communities needs.
Analysis
Once all the interviews had been transcribed, the longest and richest transcript was 
selected for analysis following the method of I PA (e.g. Smith et al., 2009) (Appendix 
5). The transcript was read throughout, and initial comments were made in the left- 
hand column of the script. The initial comments highlighted interesting sections, as 
well as being initial thoughts concerning what was said. This preliminary stage was 
more descriptive than later stages of the analysis as the researcher made note of 
key words, focusing on what was being said by the participants, as commonly done 
in the preliminary stage of I PA (Smith et al., 2009). There were also some 
comments made about the language style used by the participants, and how they 
explained their experiences.
After this first coding, another reading was undertaken, focusing on the initial 
comments whilst ensuring the researcher did not stray from the original transcript. 
Emergent themes were noted in the right-hand column, seeking to capture what was 
said, giving a concise account of their experiences, whilst incorporating the 
interpretations of the researcher, and related psychological concepts (Smith etal.,
2009).
Afterwards, all the emergent themes were copied into a separate document, 
allowing the researcher to read through them, map them out, and establish links in 
the data. This involved identifying similar emergent themes and grouping them 
together to create super-ordinate themes. A super-ordinate theme pulls together 
emergent themes, ideas, and interpretations in order to further make sense of them.
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This process was repeated for the richest four transcripts. Once links amongst the 
data were made, themes were created for each individual transcript, with common 
patterns sought between them. To help this process, a table was made from all the 
transcripts (Appendix 4), containing initial comments to help provide examples of 
what each theme referred to. Once the information was put together, commonalities 
between experiences of each participant became clearer. This led to the creation of 
four super-ordinate themes (Appendix 6). With these four super-ordinate themes, 
the remaining four transcripts were checked for novelties and similar patterns.
These further readings provided further examples of the super-ordinate themes, as 
well as providing additional themes.
Reflection
As part of ensuring a credible piece of research it is important for the researcher to 
reflect on how their assumptions, intentions, and actions affect the research 
(Yardley, 2000). Part of this reflection involved taking ownership of personal 
thoughts and feelings related to the process. As such this section has been written 
in the first person in order to emphasise that ownership.
This research focused specifically on ethnicity and BME communities’ experiences 
with mental health services. As a young, middle class, white British female I 
questioned throughout whether it is ok for me to be conducting this piece of 
research and how this will affect my research and findings. I ensured I gave respect 
to participants, which I felt was essential in terms of conducting ethical research 
(Liamputtong, 2010).
I wondered whether being white would be a challenge in the research, preventing 
people discussing difficult issues such as with race and racism. However, there 
were times when participants explicitly discussed these topics. Concerns regarding
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ethnicity are common among researchers and I came to realize “being white is not 
always an obstacle” (Carter, 2004, cited Liamputtong, 2010 pp.116).
Nevertheless, I am aware of the impact these concerns may have had on the 
projects’ development. I may have been overly cautious or avoided potentially 
difficult subjects. For example, I did not ask explicitly about experiences of racism 
when dealing with services. Perhaps I should have been more explicit with my 
questions, because by asking about racism I could have gained a different 
perspective on the issue. However, this had to balance out with leaving the 
participants to discuss their experiences, and suggests what they talked about was 
a priority for them.
Power is a crucial element, as I think there was several interlinking power factors 
involved in this research, including class, academic status, and ethnicity. As a 
researcher from a university I had a different educational background from my 
participants, some of whom did not complete higher education. With higher 
education comes an assumption about intelligence, wealth, and status. I was aware 
of these differences, and the role my participants may have put me in. This was 
evidenced by one of my participants who told me her family viewed a Doctors word 
“as Gospel”. I wondered whether this perceived difference would make it harder for 
participants to withdraw from the research, or feel pressured into answering 
questions. In order to overcome this, I re-emphasised their choices about 
participating at the beginning of each interview. I also aimed to make the 
environment comfortable, by providing refreshments, and being warm and positive 
throughout.
I wanted to conduct this piece of research as I was interested in the effects caring 
for somebody with a mental health problem has on a person’s own life and well­
being. From personal experience in my own family, I witnessed the difficulties
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associated with caring for someone with both a physical and mental health problem.
I have also seen the effects on family members I worked with in a professional 
context. I previously worked in East London, an area known for its multi-ethnic 
population, and reflected on the treatment afforded to patients of all ethnic 
backgrounds and the interplay between race, ethnicity and religion.
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Results
The demographic background of the participants in this research was varied but the 
data yielded some commonalities. Four super-ordinate themes were developed from 
the interpretation of the data: ‘A personal and cultural understanding of the caring 
role’, ‘Getting on with the tasks of caring ’, ‘Dealing with an imperfect system, and 
‘Dealing with an imperfect system’. These super-ordinate themes will be explored in 
more detail below.
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Table 2: Super-ordinate themes and Themes.
Super-ordinate theme
A personal and 
cultural 
understanding 
of the caring 
role
Getting on with 
the tasks of 
caring
Dealing with 
an imperfect 
system
Dealing with 
an
imperfect
system
Contributing
themes
Difficulties and 
struggles 
related to the 
caring role
Practicalities 
involved with 
caring
“The System is 
a maze”
Individual
positive
attributes drawn 
upon in the role
Values drawn 
upon in the 
role
Difficulties in 
the system
Who I am: 
Identity and the 
caring role
Perceptions of 
continuing on 
in the role
The
government 
and politics: 
carers
perceptions on 
the effects on 
the system
The role of 
religion in 
communities 
and the role of 
faith in 
individuals
Downplaying 
the Role
Questioning an
imperfect
system
Carers own 
beliefs about 
mental health 
problems
The future: 
reflections on 
Caring and 
Recovery
How it should 
be; listening, 
respecting and 
caring
Thoughts and 
experiences of 
stigma and 
discrimination 
towards the 
people they 
care for
Positive 
experiences of 
an imperfect 
system
Positive and 
negative 
relationships 
with staff 
members
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A personal and cultural understanding of the caring role
The first theme addressed referred to different components of self, it related to the
advantages or disadvantages of being a carer, and the effects this had on them. 
Participants indicated there was an imbalance between the emotional impact or 
stress of being a carer, and the satisfaction achieved from the role. The theme also 
related to the participants’ thoughts and beliefs about themselves as individuals, as 
well as their reflections on mental health problems. When speaking about 
themselves and their role as carers, the focus tended towards role as their identity, 
rather than a more personal identity. This theme encompasses more than just the 
practicalities of caring, and was central to what was discussed by all the 
participants.
Difficulties and struggles related to the Carina Role
All participants revealed that being a carer was not easy, having a global effect on 
their emotional and psychological well-being, as well as the role having its ups and 
downs. For example, Carol describes the downs experienced by carers:
“it’s been a rollercoaster ride, and umm, its, it hasn’t been easy, I wouldn’t 
say it’s been, umm, it’s been good” (Carol)
It is interesting here that Carol described being a carer as ‘not easy’ and ‘not good’ 
rather than being hard and bad, this suggests that she was either trying to downplay 
the difficult side of caring and was reluctant to criticise her role harshly, or 
acknowledge that it was difficult with varying emotions involved. However, it may be 
that describing her role as hard could indicate a sign of weakness, and therefore by 
minimising the effect of the role it suggests that she does not want to be seen as 
weak.
Parts of the difficulties of being a carer are the change in situation. Firstly, coping 
with the new experience of caring for someone they were close to with a mental
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health problem, and secondly the change in the person that they knew. The 
participants indicated that these circumstances were difficult to deal with, for 
example, Elaine explains her feelings of denial:
“mental illness is something, it is something that you really need time to 
come to terms with, you know, sometimes we are in denial, what, it can’t be 
happening to my daughter*’ (Elaine)
The carers expressed the view that time was something they did not have and they 
were in a full time situation where they could not go home at the end of the day as 
this was their relative. They had to care for that person whilst processing and 
coming to terms with what had happened, as well as learning about mental health 
problems. Here Grace describes how that affected her relationship with her sister:
“it was difficult to sort of come close to her, umm because I, not really 
understanding the illness very well” (Grace)
The carers appeared concerned that the original relationship they had with that 
person had been altered. They pinpointed how, as well as having to continue with 
providing the care, love, and support, for their loved ones, they also had their own 
issues to work through such as “the sense of loss”, and making sense of what had 
happened.
Individual positive attributes drawn upon in the role
The positives relate to the carers’ own development; learning about themselves as 
individuals, and enhancing their pre-existing positive personality features.
Participants found that there was an immediate and perhaps necessary need to 
learn about mental health problems, with an emphasis on the global effect of mental 
health problems for a person, such as their physical health, as opposed to purely the
URN: 6111394
Page 169
psychiatric diagnosis. This increase in knowledge about mental health was 
described as a positive by participants, as it appeared to increase their self-worth:
“it has been a good learning curve for me, that now I know what it means to 
have, and you know, you know, I am more understanding to those who have 
it, much more understanding of people with mental health problems” (Elaine)
There was also a perceived sense that now they had that knowledge they were 
better because of it, as compassion is seen as a good social quality. It also alluded 
to a previous lack of knowledge about mental health problems, and the 
misconceptions they may have had:
“the stigma, I mean before my daughter was ill, I would probably have 
behaved the same” (Elaine)
When the participants became carers there was an increase in knowledge about 
mental health alongside an increase in understanding. This gives an idea of how 
they developed as individuals during their time as carers, enabling them to reflect on 
their previous attitudes and understandings of mental health problems. Arguably 
exposure to the realities of mental health has increased their own understanding, 
and reduced previous stigma or misunderstandings. In terms of their development, 
some participants also reflected on what they had learnt about themselves and their 
personal development since becoming a carer:
“made me very self-aware as a person, so I’m quite good at, you know, 
seeing the positives out of certain things, and being really understanding, 
and having time to reflect on certain things” (Carol)
Reflecting on your actions is thought to increase awareness concerning your own 
views, ideas, and how you may do things differently in the future. Being able to 
reflect on your development and the skills you have is something which is taught
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and prioritised by mental health professionals. However, the participants were able 
to achieve this without the support of teaching institutions, or the structure of 
supervision.
Positive attributes were also perceived as related to the personality of carers, which 
the researcher suggests, raises two possibilities. The first is that these positive 
attributes are innate, and secondly they are brought out due to the situation carers 
are in.
There were times when the positives appeared to be a pre-existing personality 
feature of the participants:
“It’s just a thing in me, my family, I care, I care for them” (Heather)
It would seem that for Heather, she was the carer in the family, and this was a long 
standing personality feature of hers. She attributed this personality feature as innate, 
and it would seem that caring for others was a value she held highly.
Nevertheless, there were also times when these positive attributes and personality 
features appeared to be a conscious decision when listening to the participants’ 
explanations:
“You have to have that trust with the person you care for*’ (Heather)
Heather appears to suggest that in order to care for somebody you have to behave 
a certain way. These positive elements may enhance the caring relationship, and 
perhaps make it easier to care for that person.
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Who I am: Identity and the caring role
The carers discussed their identity in terms of their role identity (carer) rather than 
their personal identity. The person they care for was perceived to be of central 
importance, which appeared to cause them to focus on their carer role, diminishing 
their own personal identity and individuality. However, as the focus of the interview 
was on their experiences of caring, it may be that other personal attributes may not 
have been prioritised within the conversations.
It is also worth noting that outside of caring it seemed that carers’ identities were 
linked to the job they do or used to do:
7 have to go to work, I’d be brain dead, so that’s what I do” (Diane)
Participants who had retired also mentioned their previous careers. It can be argued 
that their identity was related not so much as to who they were, but what they did.
As being a carer was described “like working 24 hours” (Diane) caring seemed to 
have become their career, therefore becoming their new identity. This is because 
work and employment are prioritised, and thought to contribute to a person’s self­
esteem.
The role of religion in communities and the role of faith for individuals 
When discussing the role of religion in this theme, it refers to denominations of the 
Christian Church, because the participants involved were all Christian, and therefore 
this became the religious focus for them to discuss. The role of religion can be 
divided into two parts; firstly the church as an organisation, and secondly religious 
beliefs or faith in God.
The church as an organisation was seen as something that can play a large role in 
people’s lives, influencing individuals and wider communities. The church was
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viewed as an organisation that has the power to influence beliefs and opinions, this 
power stems both from religious texts as well as the perceived power of religious 
leaders. Elaine spoke about the church widening its involvement with mental health 
issues, and how it is reaching out to BME communities in particular:
“you know, a lot of people from minority groups, black people, go to church, 
felt that, that was one of the ways that you can reach people by, umm, by 
using the churches to involve and to get out into the communities” (Elaine)
The church’s involvement was perceived by participants as one way in which 
awareness of mental health problems can be addressed in BME communities, 
utilising community structures already in place. The participants appeared to support 
such initiatives, and were themselves keen to increase awareness about mental 
health in others.
The role of the Church seemed important on a personal level, in terms of religious 
beliefs and faith in God, as participants spoke about the hope and strength their 
beliefs gave them at difficult times:
“If it wasn’t for the grace of God I, I ’m telling you, I don’t know how I would 
manage” (Ann)
It would seem the strength and hope participants gained from their faith is alongside, 
or perhaps instead of, help from others. It may be they attributed their own strength 
and resilience to their beliefs, rather than their own inner resources, downplaying the 
part they played in being able to cope with the situation they are in.
Carers own beliefs about mental illness
In their role as carers the participants had several experiences of engaging with 
mental health services, healthcare professionals, and their communities. These
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experiences may have had an effect on their own beliefs about mental health 
problems. Participants expressed two core beliefs around mental illness; drugs were 
part of the cause, and mental health problems are an illness.
The belief that illicit drugs are part of the cause may have been influenced by the 
participants own socio-cultural background, as well as by the medical professions 
involvement in their lives:
“he got involved in smoking marijuana and that’s not a secret, because I’ve 
seen lots of Afro-Caribbean men, ... a lot of them walking around with the 
same mental health problem and anyway it’s the psychiatrist, it’s the doctors 
tell me it was his reason” (Heather)
The participants’ beliefs appeared to be based upon their own observations, as well 
as the information they had received from healthcare professionals.
The participants described a belief that mental health problems are an illness, and 
can affect people in a similar way to physical illnesses:
“she is normal, and it’s just an illness that she’s facing” (Grace)
Grace was quite clear that although she finds her sister’s illness difficult, it was not 
going to stop her doing “normal things” with her sister.
The biological model of illness, with an emphasis on the problem being managed by 
medication, is something which can be seen in what was discussed by the 
participants. Medication was perceived as of central importance for the carers in 
terms of their loved ones care and treatment. This message was reinforced to them 
by the medical staff they saw:
“they agreed that drugs that he takes is controlling his illness” (Heather)
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As the medication was attributed to controlling the mental health problems it is 
understandable that carers thought it was important and were concerned with the 
correct prescription of medication and whether it was taken.
There were times when medication didn’t appear to be effective for their relatives, 
resulting in a desire to get answers and explanations from the doctors, for example 
Elaine described wanting a test regarding her daughter’s medication:
“can you do some test why she’s not, why the medications are not being 
effective? What’s going on? Are there underlying problems?” (Elaine)
The participants appeared concerned as to why the medication was not being 
effective, describing a search for information and answers regarding how medication 
works. There may have been a concern that the doctors were not doing enough to 
find out why the medication was not working. Elaine appeared to be advocating for 
her daughter, in order to ensure she received the right care (which is discussed 
further in the theme “Dealing with an imperfect System”).
A cause for concern for participants, surrounding medication, was about the side 
effects. It is potentially distressing for the carer, and the person they care for, to 
experience side-effects which they would not have encountered before, Carol 
describes some of those side-effects:
“my mum was on a high dosage of medication, like 50 milligrams of anti- 
psychotics, and it had completely taken over her body” (Carol)
The medication, given as a solution to the mental health problems by doctors, 
seems to be causing harm to their loved ones in the form of side-effects.
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The emphasis that the participants placed on medication is consistent with the 
dominant bio-medical approach in western psychiatry present in the UK (Fernando 
& Keating, 2009), because mental health services place such an emphasis on 
medication, it follows that carers do too, as they want the best for the people that 
they care for.
Thoughts and experiences of stigma and discrimination towards the people they 
care for
Other people’s views and attitudes about mental health were talked about by the 
participants, including the stigma associated with mental illness. Stigma was 
discussed in terms of a lack of understanding by the general public:
“what I find talking to people is that they don’t really understand what mental 
health issues are, what causes mental illness, they have the wrong 
perception" (Elaine)
This lack of understanding had been experienced by the participants, and seemed 
to play a role in how they talked about mental health problems; Elaine explained 
how she was “wary” of discussing it because of “the fear and the stigma”. There was 
a perceived associated stigma of being a carer for someone with mental health 
problems, as carers did not feel free to explain their situation to others, which 
potentially reduced the levels of support they received, and perhaps a feeling that 
they were not understood by others.
When discussing stigma, participants described a seemingly fatalistic perception 
about the future of stigma:
7 just don’t understand when that will change, I just think that’s people, that’s 
individuals, they’ll always be discrimination” (Diane)
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Diane described a belief about discrimination, and how that is part of human nature. 
However, participants also spoke about how they challenged stigma and 
discrimination by increasing others’ understanding about mental health, particularly 
in the BME community:
“there needs to be a lot of work to be done, better understanding, and in my 
community, you know, a lot of people are shunned because they have 
mental illness, and yet we know that there is a higher proportion of people in 
our community with mental illness, umm, and I know, I am, if we can 
embrace it and understand it better we can, we can help to improve things” 
(Elaine)
Elaine was aware of the over-representation of mental health problems in BME 
communities. She was actively problem solving this situation, thinking of ways to 
help other people in similar situations. This appears to reflect Elaine’s own beliefs 
about the stigma of mental health, as well as her beliefs on how it was perceived by 
her community.
The attitudes of the community played an important part in the participant’s 
experiences, as they described a difference between how people were treated in the 
UK and Jamaica:
“when I was growing up in the Caribbean, and there was that sense of 
community, and now I often think that if I had [daughter] and she had a 
problem, people would have rallied round, because at home there is not that 
kind of stigma with mental illness that is in this country, umm, and people 
recover more quickly because there is a lot of support” (Elaine)
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Elaine talked about the support she would have got in the Caribbean, perhaps this 
would have helped her with the effect of her daughter’s mental illness on her own 
well-being. She talked about a quicker recovery time, again this would release some 
of the stress and pressure on her as a carer if her daughter wasn’t ill for a long time. 
The stigma she experienced in the UK has appeared to impact on Elaine as a carer, 
as well as a mother.
However, not everybody had a negative experience from the views of others on 
mental illness:
7 say to them about my sister and people are just very compassionate” 
(Grace)
The participants’ experiences of other people’s reactions were perceived to have 
influenced their overall perception and ideas about the stigma of mental health 
problems. Perhaps if this experience was shared with others it would give them 
another perspective about the stigma of mental health.
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Getting on with the tasks of caring
The participants were asked about their role of carer, and what they do as part of 
that role (see appendix 3). This super-ordinate theme relates to the details of the 
caring role.
Practicalities involved with caring
This theme reflects the participants descriptions about the practical side of caring. 
The main elements involved were organising appointments, looking after the house, 
checking they had taken their medication, and keeping them company. Participants 
emphasised the need to arrange things for the person that they care for:
“You got to pull all the stops out to then get everything sorted” (Diane)
The emotional support they gave their loved ones was discussed briefly, and in 
terms of “being there” for the person they care for, rather than giving details about 
what is involved, which was in contrast to the details given regarding the practical 
elements. Heather summarised the emotional support provided:
“so being a carer is a little bit like, how can I put it, being a mother really, it’s 
just to be there for the person, for the person you care for, in every way” 
(Heather)
The way Heather likened a carer’s role to a mother’s role was striking as the 
comparison draws on the parallels in the roles, because similarly to a mother, carers 
also provide financial security, reassurance, food and shelter, as well as adjusting to 
the needs of the person they care for. The comparison suggests a global and long­
term role for a carer. Some participants were mothers, perhaps the emotional 
support they provided for their children was not mentioned as it was encompassed 
within their role of mother.
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Values drawn upon in the role
This related to the approach and attitude of the carers, as well as the qualities they 
demonstrated in their caring roles. This theme is in part affected by the themes 
“Individual positive attributes drawn upon in the role” and “Carers own Beliefs about 
Mental Health Problems” as these refer to the participants as individuals and to their 
approaches to mental health. In this theme it is possible to see how those two things 
are combined and how they affect their role. For example, participants’ actions were 
affected by the values they held:
7 still treat him with respect; I don’t treat him like an ill person” (Heather)
It would seem Heather drew on her values of trust and respect, which influenced 
how she treated the person she cared for. Although she said she did not treat him 
like an ill person, she did not explain what the difference would be, or what the 
importance of not treating him like an ill person was.
As well as a general approach to caring, there were specific examples about the 
approach the participants took with the person they cared for, and how they 
developed knowledge about what was effective:
“ok talking with him, and be patient and you have to patient with him, 
because they can be so temperamental, so you have to try to calm them 
down" (Barbara)
Barbara gave the impression that she found an approach that worked for her, and 
the person she cared for, but she also generalised this approach by using the word 
“they” and not “him”, perhaps indicating the experiences of other carers, or perhaps 
advocating the approach other carers should take.
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Perceptions of continuing on in the role
This theme looked at two motivating factors which helped carers to continue in that 
role; firstly, the reward of helping them, and secondly, helping them on their road to 
recovery.
There was a sense that taking on the role of carer when someone has mental health 
problems was not questioned by participants:
7 think it’s a normal thing, but umm, it feels good to care for [sister] because 
she’s family, and we love her, and its much nicer to be doing it ourselves for 
her because she is family” (Grace)
Whilst being a carer was “normal” for Grace, it also seemed to be rewarding and 
driven by love, as well as an instinctual element; you care for somebody when they 
are unwell. The participants were all related to the people they cared for, they did 
not actively choose to become carers; but due to the circumstances they found 
themselves in. As Diane explained to one member of staff:
7 said, do you know if there’s a waiting list to become a carer? Because I 
don’t remember joining that waiting list!” (Diane)
This suggested that although becoming a carer could be thought of as “normal” and 
perhaps a natural course of action, it was not easy, as perhaps the participants did 
not feel they could stop being a carer.
The downplaying of the role by carers
This theme referred to the contrast between the details given about the high level of 
work involved and the associated stress, alongside carers’ downplaying the level of 
work and the associated impact, perhaps suggesting being a carer wasn’t anything 
out of the ordinary:
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“I dismissed all that as standard, it was just a family member at home, he 
wasn’t really the person I cared for”  (Diane)
Similarly to taking on the role, the elements of caring are “normal” or are not seen as 
out of the ordinary by participants. Whilst listing all the things she does for her 
mother (approximately 10 different things) Carol summarised with “that’s basically 
it”, which, as this was said in a non-sarcastic tone, could be modesty or perhaps a 
way of making the role manageable and less overwhelming. It may be easier to 
encompass their caring role in their everyday lives, as there was a sense of “just 
getting on with it” (Diane).
The future: reflections on caring and recovery
When the participants discussed the practical sides of caring they discussed the 
past, present, and future of caring, as well as the longitudinal nature of the role. 
There were two elements of the future considered by the participants; their future as 
carers, and their loved ones future or potential for recovery.
There was a range of views about the future discussed by the participants. There 
were some who viewed their future seemingly with a degree of optimism:
“well I ’ve taken over the role of being [sister’s] fulltime carer as [Mum is] 
getting o ld ... but right now I just feel that the future’s positive” (Grace)
Whilst some talked about their future with what was perceived as a tone of 
pessimism or seemed resigned to their fate:
“it’ll be the same, I do the same thing day in day out, unless he gets worse” 
(Barbara)
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This range in views may be affected by their carers’ circumstances, as well as their 
own personality, situation and beliefs about mental health problems.
There was also the more practical side, around the carers own ability to continue to 
care for their loved one, and what if their loved ones outlive them, as well as the 
possibility that they would have liked to have seen their loved ones doing well before 
they die:
7 think of my mortality, I don’t mind to, I don’t want to be looking after you till 
I die, I want you to look after you, and that’s what we’re working on” (Elaine)
The future of their role as carers seemed linked with the progress of the person they 
care for, some participants had hopes for their loved ones future:
7 know people with long-term mental health problems can, can have a good 
recovery, can have a good quality of life, and that’s what I would like for my 
daughter” (Elaine)
Elaine’s hopes for her daughter’s future are driven not only by Elaine’s role as a 
carer, but by her role as a mother, it is not possible to separate these two roles for 
Elaine.
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Dealing with an imperfect system
This theme looks into the participants’ experiences with health and social care 
systems, which refers to the National Health Service (NHS) (including inpatient 
wards and community teams), social services and charitable organisations.
“The System is a maze”
Negotiating the system, and the difficulties associated with it, appeared to make 
things harder for carers, both practically and emotionally. The participants seemed 
to feel that they needed to gain more knowledge about the system and how it 
worked in order to be able to successfully engage with it. For example, getting 
through the system to get to the right person was difficult for carers:
“one of the problems I had was that it was difficult understanding the system, 
umm, which is like, to me it’s like a maze, and finding the right people to give 
you the right help” (Elaine)
The system’ was perceived as complicated and confusing, and engaging with it was 
not an easy task. Although it had been set up in order to help, it was not always 
perceived as helpful.
It also did not seem easy for the participants to help the people they care for, due to 
the difficulties interacting with the healthcare system. However, it seemed that the 
participants understood that it was difficult for those who worked in the system too:
“it is systematic rather than anything, and I think sometimes that 
professionals are confused as to how to use it right” (Elaine)
This perspective shows an understanding of the complexity in the system, and how 
complicated and confusing it can be for all those involved. It also conveys a potential
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sense of despondency, if the professionals are confused then who does understand 
the system?
Difficulties in the system
Their loved ones came into contact with these services when they were unwell, 
however, the treatment of people with mental health problems was not as good as 
carers would expect:
“the kind of care I was expecting for my daughter, I wasn’t getting i f  (Elaine)
The system did not meet the participants’ expectations, which may reflect previous 
contact with the healthcare system, or may reflect their own values concerning care, 
perhaps how they took on the caring role, and how they might operate within that 
system.
The “post-code lottery” is something that has been discussed in the media regarding 
healthcare services in the UK (e.g. Goodchild & Owen, 2006). This disparity in the 
system was experienced by Frances:
“in one part of the country a different service you get, and in another part, 
you know, you get a lot of help” (Frances)
Help was the element which Frances described as different, suggesting that this 
was the element which was of most importance to her. However, getting help from 
the system and engaging with the system was hard work, and was perceived as 
more effort than it was worth. Carol talked about the effort involved:
7 just have to work harder and get a job with more money so I wouldn’t have 
to rely on any services as much because of what I went through, umm, and 
because it would just make, not in a bad way, but it would just make my life
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easier, because of the hassle, and it is a hassle, and I know I’ve got the help, 
but it is a long hassle” (Carol)
In addition, when participants persisted and engaged with the system they 
experienced difficulties in trusting and relying on services, and the people who work 
for them:
“you begin to give an element of trust to the service, and it lets you down, 
people let you down” (Diane)
A combination of the hassle and length of time taken, as well as a sense the system 
will let you down meant the participant’s preferred to “opt out” (Elaine) over 
continuing to rely on, and work with, the system. Further difficulty lied with what the 
system actually does, and how they helped those with mental health problems. The 
participants did not experience the system as helpful in terms of their loved ones 
problems:
7 just feel that there is a sense, maybe, that once they’ve diagnosed you 
with serious mental health problem there is a sense that, you know, it is like 
throwing in the towel” (Elaine)
There seem to be few benefits for carers’ engagement with the system. If it was a 
hassle or letdown, and did not help the person you care for, then there seems little 
motivation to continue to engage with it. There was a perceived sense of 
despondency when thinking about services, as the carers did not feel they could rely 
on the services which were designed to help, this appears to add to their difficulties 
and struggles.
Carers did not feel listened to by the services they were involved with, and here was 
a perceived lack of respect and courtesy because they were not listened to, as 
Diane explains:
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“it’s the same situation for carers, but the people that are providing the 
services never seem to take it on board, and they don’t want to hear that the 
service they’re providing isn’t what we want” (Diane)
When carers fed back their negative experiences to services they felt they were not 
listened to, which may have acted as a maintaining and reinforcing factor in their 
beliefs about services. It can be argued this will make it harder to have meaningful 
communications and interactions in the future, thus perpetuating the problem.
The issue of ethnicity and culture in mental health services, and accusations of 
institutional racism has been well documented in the media and in government 
reports. Elaine raised the issue of ethnicity, and wondered whether being a BME 
carer had an effect on her experience of the system:
“you know I’ve heard from other people that BME carers or BME service 
users, umm, have, they tend to be treated with less courtesy or less care” 
(Elaine)
Elaine attributed the attitude of the system and the actions of those within it, in part, 
to ethnicity. It was difficult for Elaine to assert whether her negative experiences with 
the system were based upon ethnicity or other factors. However, it was Elaine’s and 
other people’s perceptions, and the meanings they make of their experiences, which 
are of most importance, shaping how they view their relationship with the system.
The government and politics: carers perceptions on the effects on the system 
Participants spoke about the effect changes in government policy had on the 
system, them as carers, and the people they care for. There appeared to be a tone 
of frustration with the government’s lack of appreciation for how the changes would
URN: 6111394
Page 187
impact “ordinary people” (Elaine), including those who work in, and use, the system. 
It would seem the ideals of policy did not necessary translate into the real world:
“what’s quite, quite shocking was the way that the government decided to 
create the white papers with the ‘powers that be’ behind them, that people 
need to be using the community and you’re bringing people out of the 
comfort zones of day centres, out into the community to face the members of 
society that have shunned them for so long, because they’ve been 
institutionalised, without thinking how does that going to affect people” 
(Diane)
This could reflect the participants' understanding of the structure of the system, the 
system is “very top down” (Elaine) as the government make policies and changes 
which then have to be implemented. These changes have an effect on them as 
carers, how they interact with the system, and the way the system interacts with 
them. However, as Diane explained, these changes are not necessarily perceived 
as for the better.
Questioning an imperfect system
There were queries raised by the participants regarding the system, how it works, 
and how they interact with it. There were questions about the system on a general 
level. Elaine spoke about the way people with mental health problems were treated, 
she spoke about them being “treated like criminals” and about how they should be 
cared for instead. This led her to question the mental healthcare system on a global 
level:
"we also have to question the ethics and the morality of the way people are 
treated in the mental health system” (Elaine)
URN: 6111394
Page 188
Carers not only receive services from the system, they also interact with the system 
and as a result become part of the system itself. There were questions raised about 
carers’ part to play in the system:
“so why are we putting up with shoddy services really?” (Diane)
Although carers did not feel listened to, there seems to be a desire to make changes 
for the better. In relation to this, the most important question seemed to be:
“How do we un-complicate a complicated system?” (Elaine)
A question which the researcher would suggest needs to be answered by all those 
involved with the system.
How it should be: listening, respecting and caring
The participants talked about how they would like the system to change for the 
better, and what would have to happen for those changes to be put into place:
“there should be humanity in the attitudes of people who care, umm, and to 
try and, maybe it should be inbuilt into the system, maybe it should be inbuilt 
into the policy, maybe it should be inbuilt in training, although attitude is 
something, you know, umm, maybe culture is changing and they talk about 
changing culture and maybe that’s what this needs” (Elaine)
This example was not an idealistic idea of change, but one which had a practical 
implementation strategy in line with how healthcare systems currently instil changes 
in the workplace. This suggests participants are using their knowledge of the system 
to think about change. The participants talked about what change would mean for 
them:
“I ’d like to see it get to the point where we could go to a service where we 
could get what is supposed to be delivered, without having to challenge
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things, without having to make a complaint about things, without having to 
chase up and say ‘well what’s going on with this?’ and ‘what’s happening?’, 
and those kind of things, I ’d like to see that happen, and sooner rather than 
later” (Diane)
The participants were simply asking for staff to care and for services to deliver the 
services they have been commissioned to deliver.
Positives experiences of an imperfect system
Comparatively there were fewer positives about the system discussed than 
difficulties. However, this might be because of a tendency to voice your difficulties 
when given the opportunity, perhaps resulting in a skewed discussion of services.
The positive experiences were regarding staff within services showing they cared 
and could be trusted to do their jobs, providing a service for the participants, and 
their loved ones:
“those services were brilliant, I don’t think there was a bad side ... they made 
appointments, they made, err, the choice o f helping him with me, they made, 
umm, things happen for him, you know, they really, I see where they’ve 
worked, they’ve done their jobs” (Heather)
The positives related to the changes participants would like to see in the system; for 
the services to deliver the services they have been commissioned to deliver. When 
services did that, the participants appreciated it, and saw the positive effects on the 
people they care for.
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Positive and negative relationships with staff members
The participants’ experiences of staff appeared to depend on the relationship formed 
between them in their role as carer, and the staff members they came into contact 
with.
There were perceived difficulties in the relationships between some carers and 
professionals. This affected how the carers used the services, as it seemed difficult 
to talk with the professionals, as Elaine discussed:
7 didn’t feel I could talk openly to the doctors, to the psychiatrist, umm, there 
was like this worry, what would they do, umm, I just wanted my daughter to 
get well, but I wished I could feel relaxed enough to be open with them and 
tell them, I didn’t feel they were on my side, umm, I just felt they were, just 
wanted to be seen to be doing their jobs, I didn’t feel there was any rapport, 
and I didn’t feel it was about caring for my daughter (Elaine)
This was perceived as not as simple as a personality clash, or other individual 
factors, there were multiple factors, which have been discussed by the participants 
that may contribute to a difficult relationship between carers and professionals. For 
example, there was a lack of caring experienced, and Ann described the different 
elements involved in the nurses caring roles:
“you know these nurses, well, you, they need to learn about caring, so I tell 
to them, I am a nurse and I know about caring ...but still they need caring, 
they need some time, they need somebody to talk to, to just listen to them, 
not treat them like some something they pick of street” (Ann)
The lack of a caring attitude refers to the people they care for, as well as to the 
carers themselves. The difficulties seemed to stem from the participants sensing 
that their loved one was not getting the treatment that they needed and deserved:
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“the only negative I have is, I think it’s with once he was hospitalised in 
[hospital] and I don’t think they treat him well there at all” (Barbara)
The participants wanted good relationships between their loved one and staff, which 
also had an effect on their own relationship with staff members. It would seem the 
relationship between professionals and their clients (the carers loved ones) was 
important. At times it was perceived to be affected by issues relating to ethnicity:
“she said that one o f the things she didn’t discuss with the counsellor, she 
felt she had issues with her blackness, and the counsellor said to her you 
can use bleaching creams, or something like that, I can’t remember the exact 
words, but that did put her off the counselling, she stopped it” (Elaine)
It appears that Elaine was able to reflect on how the perception of ethnicity effected 
the relationship between her daughter and professionals, and how it affected the 
care her daughter received.
In contrast, when staff did consider the effects of being a carer it seemed that the 
participants appreciated it. It seems when professionals talk and work with carers 
they valued its positive effect on their own emotional well-being as carers:
“she basically would ask about me and how I was and how was it and how 
was I managing and how I was dealing with everything, she was very 
supportive in getting everything in place” (Diane)
This perceived positive experience was in direct contrast with the happenings which 
resulted in a negative experience and difficult relationships with staff, as here the 
staff member listened to the carer, showed that they cared, and treated them well. 
Showing they had an understanding of the situation, and the associated difficulties 
and challenges.
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Valuing Support
This theme is about the perceptions of support the carers received, the support 
came from a range of places, and there was varying degrees of support for each 
carer.
In terms of social and professional support, it can be interpreted that participants 
perceived support as something which was out of their control, and was due to your 
circumstances. For example, Carol described herself as “lucky” and “fortunate” in 
terms of being able to talk to her family and friends. She attributed that good fortune 
to herself, her socio-cultural background, and her generation:
“you can go to your family members to talk about anything, and I’m lucky I’m 
at this generation where it doesn’t matter that it’s a mental health issue, you 
know, I just don’t even, I’m just going to talk to somebody about it” (Carol)
She also accredited this good fortune to the personal attributes of others, 
acknowledging that people did not always have control over seeking support, being 
able to talk, how that will be received by others, and how they will respond to it:
“I’ve been fortunate with the friends that I have, they’re intelligent enough to 
kind of, umm, not to be careful, but you know, to ask the right questions, and 
you know, and to be umm, inquisitive rather than me having a conversation 
with them, coz I will be honest, and if they say ‘how are you? How are things 
going?’ I’m going to tell them ‘oh not so great’ you know” (Carol)
Carol had experienced benefits as she felt able to talk to others about her caring 
role. However, this good fortune was not universal, for example Ann found it hard to 
talk to friends about her caring role:
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“from the rest [of the church] I don’t get no help from them, I even talk but, I 
don’t, if because. I don’t know. If because, they don’t understand, b u t... they 
don’t talk, they don’t even say nothing to me, you know, they not interested 
in much” (Ann)
These contrasting experiences suggests getting social support is not determined by 
the carers themselves, but by those around them, how receptive they are to hearing 
about the caring role, their general understanding about mental health problems, as 
well as the personality features of others (inquisitive versus uninterested). This 
perceived influence of circumstances also related to professional support, which 
depended staff signposting to other services, the staffs engagement with the 
participants and on the knowledge participants had of the support that they could 
get. Receiving support from professionals was important and helpful for participants. 
For example, there was support from the carers centre:
“with the carers centre it’s just been a breath of fresh air”  (Grace)
A lack of perceived professional support may be due to a change in circumstances, 
for example a change in staff:
“since [social worker] left I somehow feel that I’m on my own ... if I need any 
help to do with him I feel like I’m on my own with that, I don’t really have 
somewhere I can go” (Heather)
The lack of support may be related to differing levels of support available in different 
geographical areas:
“but we didn’t get much help but still, it wasn’t, and when we moved up here 
afterwards, we find that we could get more help you know, because we didn’t 
know how to go about finding help” (Frances)
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There was also an acceptance that you are either fortunate enough to get 
professional support, or you are not, and there was not much that could be done 
about it.
However, Diane had noticed a lack of support for BME carers in her area, so set up 
her own support group:
“there’s no black carer groups or anything like that going on in the borough, 
so I set up a black carers and I had on my hand, uproar, why why why why 
why why why? And nobody would fund it; nobody wanted to support it 
financially”
Diane explained why it is so important to have a support group specifically for Black 
carers:
“because it’s culture, it’s all culture to be specific, its more, it’s not just about 
the normal ‘oh we’re a carers group and we’ll tell you what to do and how to 
do it’ and it’s not about that, it’s about supporting each other and giving more 
peer support” (Diane)
It seems that for Diane the elements of a shared culture and ethnicity give way to an 
increase in peer support. A support group appears to be a middle ground between 
natural social support and professional support, as it is pre-arranged peer support. 
Did the nature of a support group which was run by carers for carers, make it easier 
to initiate change which was not possible in peoples’ social lives or when dealing 
with professionals? Perhaps it was a safer way of getting the support you were 
looking for, especially as support has been found to be beneficial for carers’ own 
well-being and quality of life.
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Discussion
The research set out to answer the question “what are Black Afro-Caribbean 
women’s experiences of caring for someone with a severe and enduring mental 
health problem?” The findings suggested that Black Afro-Caribbean women 
experienced difficulties and struggles in their caring role and encountered stigma 
related to the mental health problems of the person they care for. However, they 
also demonstrated positive values and personality features which appeared to aid 
them in their caring role. The positive influences of faith also appeared beneficial, as 
well as the reportedly helpful steps taken by the church to work with BME 
communities regarding the facts about mental health and how society can help.
The women discussed several difficulties they experienced with the system such as; 
finding it difficult to negotiate, feeling unsure of the quality of care their loved one 
was receiving, and difficulties when communicating with staff. The latter often 
resulted in participants questioning whether ethnicity effected how they were 
treated. However, there were a few positive points expressed which related to staff, 
such as when they were perceived to do their jobs well and showed that they cared, 
the carer felt valued and supported.
Participants also experienced varying levels of support from family, friends, the 
church, and healthcare professionals. They valued the support they received and 
would have liked more when they perceived it was lacking.
The findings also detailed the practicalities of caring, as well looking at how carers 
downplayed their role, perhaps as a way of making what they did seem more 
manageable for themselves.
These findings will now be discussed in detail, exploring how the four super-ordinate 
themes relate to existing literature.
URN: 6111394
Page 196
A personal and cultural understanding of the caring role
The first super-ordinate theme looked at different elements of the self as well as the 
thoughts and behaviours relating to the carers as individuals.
Participants discussed the difficulties and struggles they faced in their caring role, 
such as having to adjust to their new situation, and how the role affected their stress 
levels. These experiences were similar to that of non-BME carers, as described in 
past literature on the burden of caring (e.g. Askey eta!., 2009).
However, the women also described the positive effects of being a carer such as 
how it increased their understanding and self-awareness regarding their own well­
being, as they had reflected on their situation and on the issues surrounding mental 
health in general. Their experiences were similar to the “meaning making through 
caregiving” and “gain in the caregiving experience” elements of caring as discussed 
by Hunt (2003), whereby carers make sense of their role and their own responses, 
by reflecting on how it has enhanced their own life. The experience of caring for 
someone with a mental health problem and learning from this situation seemed to 
make the carers more aware of the issues involved. The increase in awareness 
discussed by participants also appeared to be a way of combating the stigma or 
misconceptions held about mental health problems. This experience, whilst not 
unique to Black Afro-Caribbean carers, may be important in terms of reducing the 
stigma regarding mental health within BME communities (e.g. Knifton etal., 2009).
Participants described themselves in terms of the jobs they did in the past as well as 
their current role of carer. As seen in the results section, the participants’ caring role 
had become a “role identity”, and that role was of central importance to them. They 
also spoke about other carers, and getting support from carers groups, suggesting 
that caring had also become a “social identity” as well. It is interesting that their role 
as carer had taken on a work-like role which in turn was now defining their identity.
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This is similar to the way that Western cultures emphasise the importance of work 
and how it defines an individual’s identity (Fryers, 2006). Taking on a “role identity” 
and “social identity” helps to provide a sense of self-worth as it is possible to get a 
sense of belonging to a group, and possibly provides the knowledge that you are not 
alone in this situation. This in turn may contribute to the positive elements of caring, 
as discussed by Hunt (2003).
Others perceptions of the role was also discussed, and included how social stigma 
was directed towards people with mental health problems by society in general, as 
well as within their own BME communities. Knifton etal. (2009) suggested that 
feelings of shame as well as discriminatory views contribute to significant 
discrimination within BME communities in the UK. However, as discussed by the 
participants, there appears to be a lack of understanding about mental illness, 
contributing to the stigma they experienced, this could be alleviated by increasing 
knowledge around mental health. One participant (Elaine) described efforts by her 
local church to interact with the local community by giving talks about mental health 
problems. This mirrors the research by Knifton et al. (2009) who found that by 
delivering tailored workshops to BME communities there was an increase in 
understanding, and a reduction in stigma.
Participants spoke about their faith in God during difficult times, and their 
connections to the ministers, congregation, and churches they attend. Religion, and 
their beliefs, appeared to give hope and strength when faced with the difficulties 
associated with caring. Bhui, etal. (2008) found that religious coping was common 
among Black Afro-Caribbean Christians, and was used to help people cope with 
distress, as well as a way of seeking guidance. It would seem that the participants’ 
positive beliefs had a protective influence for them. This may explain the carers’ 
resilience, that although they faced difficulties in their role, they were able to gain
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positives from the experience, as religious coping is also associated with better 
mental health (Pargament, etal., 2001, cited Bhui etal., 2008).
Getting on with the tasks of caring
When participants described their role as carer, the focus was on the practical, 
describing the responsibilities and tasks associated with caring, as opposed to the 
social and emotional elements of caring. Lefley (2001, cited Kartalova-O’Doherty & 
Doherty, 2008) stated that the term “caregiver” is associated with the functional, 
rather than the emotional, elements of caring. Lefley’s (2001, cited Kartalova- 
0 ’Doherty& Doherty, 2008) observation can be seen in this research, as here too 
the participants focused on the functional elements of caring. When thinking about 
mental health it is interesting that the practical elements are prioritised by carers, 
which is in contrast with the emotional support provided by services, either in terms 
of medication or talking therapies.
The carers discussed how and why they took on the role of carer, many described 
taking on the role as a natural and normal reaction. The participants were perceived 
to prioritise values such as trust, respect and patience in their role. This mirrors the 
self-sacrificing altruistic nature in care and caring as discussed by Cumo (2007). 
Although Cumo (2007) discusses the theory of caring in terms of nurses, 
comparisons were made with caring for a friend or relative, and the traditional caring 
roles women often take. Cumo (2007) discusses Gilligam’s (1987) theory that 
relationships are the most important elements of caring, alongside trust and respect, 
resulting in a responsive approach, here the participants were also perceived to 
prioritise the relationship they had with the person they cared for.
The participants downplayed their role, or did not seem to recognise the extra work 
involved in their caring role. Parallels can be drawn here between Fryers’ (2006) 
discussion about the low status roles of ‘housewife’ and ‘stay-at-home-mother’ (who
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are also in an unpaid role within the home, looking after the family) in a work- 
orientated Western society, particularly as all the participants were women. Similarly 
to housewives and stay-at-home-mothers there is a lack of recognition of the hard 
work and skills required by such a role, both by individuals with those roles, and by 
society as a whole (Fryers, 2006). This is in contrast to recent reports (e.g. DoH, 
2010) which seek to identify and recognise carers and promote them as equal 
partners in care. However, it does fit with a Carers UK (2005, cited Lloyd 2006) 
campaign which looked into; improving recognition for carers, making “carer” a 
protected title, and the low remuneration associated with the Carers Allowance 
(Arksey & Moree, 2008). It would seem that the arguably slow progress made by 
successive governments has contributed to a lack of recognition regarding the role 
of carer, which is often exhibited by carers themselves. The participants described 
their caring in terms of looking after their family member, and that was something 
that was part of what you did. This reflects the findings by the Afiya Trust (2008) 
who found that BME carers did not identify as such, as it is an extension of their 
relationship with that family member.
Dealino with an imperfect system
The majority of the carers described a mainly negative experience with “the system” 
(health and social services), describing it as confusing and difficult, whilst also 
excluding them from the care decisions involving their loved ones. They were also 
given insufficient information by staff, with confidentiality often cited as the reason 
for withholding information. This links to Mavundla eta l.’s (2009) findings that carers 
often feel isolated by staff as well as feeling frustrated at the lack of information 
provided. It is also in contrast with the governments’ (e.g. DoH 2008, 2010) aim to 
make carers equal partners, and the proposed guidelines to ensure this.
The participants felt they could not talk openly with staff members, and questioned 
the treatment and interventions being used for their loved ones. They also
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questioned why they were treated in what they perceived to be a poor way, and one 
possible explanation was about race and racism, as they felt they were treated with 
less respect than other carers. In relation to this, the issue of racial inequality and 
institutional racism within mental health services has been discussed in the 
literature. Fernando and Keating (2009) suggest that stereotypes about people from 
BME backgrounds continue to be perpetuated, and they are not given the same 
level of care when compared to White people. The participants spoke about the lack 
of respect afforded to BME carers, as well as the need to address cultural needs, for 
example by setting up a BME carers group. It would seem this continues to be 
experienced and that the multitudes of reports and policies have not had the long­
term effect desired (Lowe, 2006).
The carers described the associated difficulties of engaging with an ever changing 
system, and the effects that changes decided by the government have on their lives. 
It would seem the changes proposed by the government in recent reports (e.g. DoH 
2008, 2010) which prioritise carers and aim to make things easier, do not have the 
desired effect. Many of the participants attributed the difficulties they experienced to 
changes in funding, and re-structuring of services. Although Askey etal. (2009) 
described a global lack of change for carers, it would seem that the participants 
have seen more negative than positive changes in relation to their role of carer.
There have been discussions in the literature about whether separate services for 
BME service users and carers are warranted (Bhui & Sashidharan, 2003). However, 
it would seem that from the participants’ experiences this is not necessary. Instead, 
if services could ensure that they deliver what they are commissioned to deliver, and 
for staff to do their job and have a caring and respectful attitude towards everybody, 
this would be beneficial for all. When this was achieved participants had positive
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experiences with staff and the system. There were also suggestions from the 
participants about how this might be achieved, through both training and policy.
Valuing Support
Kartalova-O'Doherty and Doherty (2008) found that carers’ coping strategies 
involved seeking support from others, talking with others, getting professional help, 
and getting information from professionals. The coping strategies discussed are 
classified as part of the “active behavioural coping style”, which means that carers 
did something to cope, rather than avoiding difficult situations (Kartalova-O’Doherty 
& Doherty, 2008). Getting support within their caring role was important to the 
participants in this study as well, as they discussed the helpfulness of talking to 
friends and family about the specifics of care-giving, to seek advice and guidance, or 
discuss the emotional impact on them.
It seemed that the participants valued the support they received from services. 
However, this professional support was not always available or known about, and 
when it was not available the participants felt its absence. A lack of professional 
support is associated with an increase in; stress, burden and distress for carers.
This is because they felt they do not have enough information about what to do 
(Askey et al., 2009).
Limitations of study
This study has endeavoured to conduct an ethical and credible account of Black 
Afro-Caribbean carers’ experiences caring for someone with severe and enduring 
mental health problems. However, all studies are afflicted with limitations and so an 
assessment of these is important.
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A lack of response from potential participants was noted because it resulted in a 
time delay in starting the research. The researcher initially asked support workers at 
a carers centre in Greater London to post letters to potential participants (Appendix 
1a-c). However, after several months with no response, the researcher realised that 
this approach was not working and was not the most appropriate method. Instead a 
face-to-face approach was developed, in coordination with the carer’s centre, 
offering potential participants the opportunity to meet with the researcher prior to 
participating in the research. This change of approach led to the maximum number 
of participants being recruited for the study. The initial lack of response may reflect a 
sense of mistrust regarding research (Liamputtong, 2010) or perhaps a mistrust of a 
stranger asking about a potentially difficult subject. It would also seem to strengthen 
the perception that people from BME communities are hard to reach (Liamputtong, 
2010). However, it seems that it was the approach which was not appropriate and 
did not elicit a response, requiring the researcher to consider further the needs of 
the potential participants. Therefore, it is arguable that it was not the participants 
who were hard to reach, but the researcher not reaching far enough.
The delay had implications for a second point, as it reduced the time available post 
interview. This meant that the researcher did not have time to follow up interesting 
venues emerging from the data.
A third limitation concerns the researcher’s personal assumptions and prior 
knowledge during the data analysis. Prior to the analysis a literature review was 
conducted in order to construct a research proposal. The researcher had immersed 
themselves in the literature in order to do so. Although attempts were made to avoid 
being influenced by the literature at the time of data analysis through conscious 
avoidance, it was not possible to be entirely detached from that knowledge. In this 
way the researcher may have been guided by the literature, creating themes which
URN: 6111394
Page 203
reflected the understanding in the literature, or prioritising parts of the transcripts 
which reflected this.
Recommendations for future research
Whilst this research adds to the limited literature regarding BME carers’ experiences 
further research is still needed in this area. This research focused on one ethnic 
minority, so it may be helpful to gain better understandings of carers’ experiences 
within other ethnic minorities. It also focused in women, it may be helpful to gain an 
understanding of Black Afro-Caribbean Men’s experiences. This would allow 
services to gain a greater understanding of their local communities, and as a result, 
would be able to engage with local communities, responding to their specific needs.
Clinical implications
The clinical implications of this study can be divided into two main areas; firstly the 
changes in mental health services that these participants wanted to see, and 
secondly how these changes relate to improvements for BME carers at a national 
level.
The changes the participants wanted to see in mental health services focused on 
four areas; improving the relationship they have with staff, increased involvement in 
their loved ones care, reducing stigma, and addressing racial inequalities.
The carers’ relationship with staff was a core element of their experiences of mental 
health services. If staff were able to develop better working relationships with carers, 
this could improve carers’ overall experience. Improvements could include staff 
listening, respecting and taking onboard what carers say, providing more information 
about mental health problems relating to their loved ones care.
Participants wanted to be more involved in decisions about their loved ones care, 
and be more informed about the processes involved. In order to facilitate this 
increased level of involvement it is important to share information in order to provide
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a consistent approach to care, whilst respecting the confidentiality. There is a need 
for greater collaboration between services and carers to ensure this balance is 
achieved; for example, Carers UK (2011) recommended services invest time in 
communities, building trust and respect, in order to improve experiences for BME 
carers.
The women wanted to receive more support and advice, particularly during times of 
crisis, regarding the steps they can take to ensure the best care for their loved one. 
There have been calls for improvement in this area on a national level, for example 
Carers Week (2012) recommended more advice, understanding, and support to be 
provided to carers by services. Carers UK (2011) also recommended providing 
appropriate and timely information to carers and early intervention by CPs, as well 
as empowering BME carers by weaving cultural sensitivity into carers’ strategy, and 
all government policies.
Participants wanted to reduce the stigma attached to mental health within their 
communities, and had suggestions and ideas about how this may be achieved. One 
idea discussed by participants included using the communities own focal points in 
order to reach out to them. For example, one participant (Elaine) spoke about the 
work her church was doing to engage and interact with people in the community, 
and was a way to reach other Black Afro-Caribbean’s living in the area as many of 
them go to the same church. The participants also spoke about increasing the 
knowledge and understanding of mental health in their communities. Successful 
ways of combating stigma in BME communities include engaging with community 
projects, which are tailored to specific communities, for example, Knifton et al.
(2009) conducted “community conversation workshops”, and demonstrated that 
engaging with communities, and spending dedicated time with issues surrounding 
mental health increased understanding, reduced stigma and increased willingness
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to engage with people with mental health problems in their community. These are 
positive steps towards reducing the stigma of mental health within BME 
communities.
The carers perceived the influence of ethnicity in some elements of care, and 
questioned whether the relationships they had with staff members were influenced 
by their own ethnicity, and whether that was the reason they were not treated with 
respect as a carer. The participants’ perceptions reflect the poor service experience 
and outcomes for people from BME backgrounds discussed by Sashidharan (2003). 
Lowe (2006) argues that services should be aware of how it is perceived and as a 
result address any concerns raised. In order to overcome this inequality, all carers, 
regardless of their ethnicity, should be treated with respect and a high standard of 
care should be delivered to all. Participants suggested a change of attitude was 
required for healthcare staff, and this change should be incorporated in both training 
and policy.
Arguably, the limited knowledge about BME carers and the minimal mentions of 
BME carers in reports and policies (e.g. DoH, 1999, 2008, 2010) has resulted in little 
real-world change for BME carers. This is because cultural issues continue to be 
overlooked, due to a denial of difference regarding cultural needs (Lowe, 2006). 
However, there has been an increase in knowledge surrounding the experiences of 
people from BME backgrounds, including their interactions with mental health 
services, experiences of racism and racial inequality, and whether mental health 
services overlook cultural needs. Despite this increase in knowledge regarding 
cultural needs alongside the knowledge that carers face a decrease in their physical 
and psychological health, there does not seem to have been significant change in 
healthcare services’ practice, from the perspective of BME carers.
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Whilst steps have been taken to provide difference and diversity training, it would 
seem that this has not had the change in attitude required as racism was still a 
concern within the NHS at the time of writing. This may be because staff members 
were avoiding information which would increase their cognitive dissonance, 
associated with their caring identity and concerns over their actions as being 
perceived as racist (Harmon-Jones & Mills, 1999). The Delivering Race Equality 
(DRE) group was set up to change mainstream services in order to meet the needs 
of BME communities within mental health services. It aimed to do this by; improving 
services, engaging communities and providing better information (Wilson, 2009).
The DRE reviewed its progress and found that there was a need to provide 
education, community based services, culturally sensitive support groups, and 
services needed time and flexibility to engage. In addition, there was a need to 
improve outcomes for BME service users and carers, which could be achieved by 
creating “a new political and policy vision to end racism in the mental health system, 
which could act as a catalyst in dealing with wider issues of racism and social 
exclusion” (Vernon, 2011, pp.1), this could be the global change in attitude as 
suggested by the participants. Training for staff was also suggested, however, as 
Esmail (2005) points out “The NHS needs to move beyond standard diversity 
training and identify the specific training needs of under-represented minorities and 
target interventions that will address these needs” (Esmail, 2005, pp.1) as it would 
seem the current provision of diversity training is not effective enough if racism is 
still being experienced within the NHS.
There appears to be a need to combine the recommendations set out for carers and 
for people in mental health services from BME backgrounds. This has not been 
done in Government policy, however it was addressed in the UK by the Afyia Trust
(2008) but appears to have had little impact on a national level. It would seem 
combing the needs of cares and people form BME backgrounds is a difficult task. It
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may be difficult to combine the many systems and complexities involved (service 
users, carers, extended family, communities, mental health services, the NHS, 
social services, carers support centres, local authorities, governments and the 
police). This leads onto the question of what can be done. It would seem that there 
needs to be a joined up approach on a national level, thus providing consistent and 
continuous support which is not at danger of stopping and faltering when somebody 
retires (Fernando, 2005). It would seem that the creation of a report which in its 
entirety focuses on just BME carers rather than a few brief mentions in a carer’s 
national document would be beneficial.
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Appendix 1: Information about Study
Appendix 1a: Information sheet
UNIVERSITY OF
SURREY
Information sheet for Interviews
My name is Siobhan Smith and I am a clinical psychology student at the University 
of Surrey. As part of my course I have the opportunity to conduct a research project. 
I have chosen to focus on carers as I believe it is important to recognise the wider 
impact of mental health problems; on individuals, families and communities.
This study is looking at the experiences of carers from a Black Afro-Caribbean 
background. There is an increasing body of research into carer roles in mental 
health and the impact on the individual of being a carer. Research has been 
conducted looking into the needs and emotional well-being of carers. Becoming a 
carer can have a major impact on a carer’s life, such as having to give up work, and 
a reduction in social activities. Research has found a link between social factors and 
carer burden, reporting that increased neighbourhood attachment is a protective 
factor from carer burden.
Carers are not a homogenous group, research into carers needs fails to take into 
account differences between carers, and assume that their needs can be 
generalized to all carers. However, there is little research on BME carers and any 
impact upon well-being. Due to the potential differences in family and social support, 
as well as differing opinions on mental health care it is important to look into the 
experiences of BME carers. I have chosen to look at the experiences of carers from 
a Black Afro-Caribbean background because other studies have shown that there is 
a high number Black Afro-Caribbean service users in mental health services.
The aim of this research is to gain a detailed understanding of this group of 
participants’ experiences, which can add to the body of literature in this field. This 
project would help add to psychological service development, the service provision 
for BME carers, and provide an evidence base for policies related to BME carers’ 
needs.
I am interested in interviewing people who are carers (a parent, partner, sibling or 
child) from a Black Afro-Caribbean background. I am interested in interviewing 
people who have been caring for 5-10 years. The person who is being cared for will 
need to be receiving, or have received support from mental health services. The 
person being cared for needs to have a diagnosis of a mental health problem.
This study offers a chance for Black Afro-Caribbean carers to talk about their 
experiences of caring for somebody with a severe mental illness. Those who 
participate in this study will be adding to a growing body of literature about carers 
experiences.
Those who choose to participate in this study will be invited to an interview, which 
will last about an hour, which will be taped, so that all the information is recorded, so 
that the study is an accurate reflection of those interviews. Participants will be
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provided refreshments during the interviews, and all participants who complete the 
study will be entered into a prize draw for a £25 high street voucher.
Participants in this study can ask to stop the interview at any time, and do not have 
to explain why to the researcher. You can choose not to answer questions if you do 
not wish to.
The interview will be confidential, which means that your personal details will only be 
known by the researcher. Your personal details and the recordings of the interview 
will be kept securely. The tape-recordings will be kept for 5 years and will 
subsequently be destroyed. Only University Staff involved in the supervision and 
assessment of the researcher’s work may require access to the tape-recordings.
Any complaints or concerns about any aspects of the way you have been dealt with 
during the course of the study will be addressed; please contact Dora Brown, 
principal investigator on 01483 683979.
Alternatively, if you wish to discuss any of the issues raised in this interview further, 
then please feel free to contact your local Carers centre; 020 8877 1200 
(Wandsworth), 020 3031 2751 (Kingston), 020 8867 2380 (Richmond), or 020 
8296 5611 (Sutton) for further specialist support for carers. Or you can contact your 
GP if you wish to discuss any issues relating to your own well-being further. 
Alternatively you can contact Mind (a mental health charity) on 020 8875 9156 or 
0300 123 3393, or the Samaritans (a confidential, 24/7 emotion support service) on 
08457 90 90 90.
If you are interested in participating please contact researcher Siobhan Smith on: 
s.l.smith@surrev.ac.uk or 01483 683979
Thank you
Siobhan Smith
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Consent Form UNIVERSITY OF
Ethics Committee
• I the undersigned voluntarily agree to take part in the study on Black Afro- 
Caribbean carers’ perceptions of caring for someone with severe mental 
health problems.
• I have read and understood the Information Sheet provided. I have been 
given a full explanation by the investigators of the nature, purpose, location 
and likely duration of the study, and of what I will be expected to do. I have 
been advised about any discomfort and possible ill-effects on my health and 
well-being which may result. I have been given the opportunity to ask 
questions on all aspects of the study and have understood the advice and 
information given as a result.
• I agree to comply with any instruction given to me during the study and to co­
operate fully with the investigators. I shall inform them immediately if I suffer 
any deterioration of any kind in my health or well-being, or experience any 
unexpected or unusual symptoms.
• I understand that all personal data relating to volunteers is held and
processed in the strictest confidence, and in accordance with the Data
Protection Act (1998). I agree that I will not seek to restrict the use of the 
results of the study on the understanding that my anonymity is preserved.
• I understand that I am able to ask for information about the research at
anytime, should I wish to.
• I understand that I am free to withdraw from the study either during the 
interview, or up to one week after the interview, without needing to justify my 
decision and without prejudice.
• I acknowledge that in consideration for completing the study I shall be 
entered into a prize draw to win a high street voucher for the sum of £25. I 
recognise the entry into this prize draw will be at the discretion of the 
Principal Investigator if I withdraw before the completion of the study.
• I confirm that I have read and understood the above and freely consent to 
participating in this study. I have been given adequate time to consider my 
participation and agree to comply with the instructions and restrictions of the 
study.
Name of volunteer (BLOCK CAPITALS) ...........................................
Signed
Date
Name of researcher/person taking consent (BLOCK CAPITALS)
Signed
Date
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UNIVERSITY OF
SURREY
Dear Sir/Madam,
You are invited to take part in a study about Black Afro-Caribbean carers’ 
perceptions of caring for someone with severe mental health problems. This study 
involves interviews with carer’s from a Black Afro-Caribbean background, about their 
experiences of caring. This study forms part of my clinical psychology degree. I have 
chosen to focus on carers as I believe it is important to recognise the wider impact 
of mental health problems; on individuals, families and communities.
Previous research has looked into the needs and emotional well-being of carers. 
Becoming a carer can have a major impact on a carer’s life, such as having to give 
up work and social activities. Research into carers needs fails to take into account 
differences between carers, and assumes their needs can be generalized to all 
carers. However, there is little research on Black Minority Ethnic (BME) carers. Due 
to the potential differences in family and social support, as well as differing opinions 
on mental health care it is important to look into the experiences of BME carers. I 
have chosen to look at the experiences of carers from a Black Afro-Caribbean 
background because other studies have shown that there is a high number Black 
Afro-Caribbean service users in mental health services.
The aim of this research is to gain a detailed understanding of this group of 
participants’ experiences, which can add to the body of literature in this field. This 
project could help add to psychological service development, the service provision 
for BME carers, and provide an evidence base for policies related to BME carers’ 
needs.
I am interested in interviewing people who are carers (a parent, partner or sibling) 
from a Black Afro-Caribbean background. I am interested in interviewing people who 
have been caring for 5-10 years. The person who is being cared for will need to be 
receiving, or have received support from mental health services. The person being 
cared for needs to have a diagnosis of bi-polar (manic depression) or schizo­
affective disorder or schizophrenia.
Those who choose to participate in this study will be invited to an interview, which 
will last about an hour, which will be taped, so that all the information is recorded, in 
order to provide an accurate reflection of those interviews. Participants will be 
provided refreshments during the interviews, and all participants who complete the 
study have the opportunity to be entered into a prize draw for a £25 high street 
voucher.
Participants in this study can ask to stop the interview at any time, and do not have 
to explain why to the researcher. You can choose not to answer questions if you do 
not wish to. The interview will be confidential, which means that your personal 
details will only be known by the researcher.
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Please read the attached information sheet and consent form to see if you would be 
interested in participating. If you are interested in participating please contact 
researcher Siobhan Smith on: s.l.smith@surrev.ac.uk or 01483 683979
Thank you
Siobhan Smith
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Item to appear in Carers Bulletin:
UNIVERSITY OF
SURREY
Do you want the opportunity to make your voice heard?
If so then taking part in a research study offers a way to share your experience of 
caring. The needs of families and carers from BME communities have been largely 
overlooked. This research study aims to add to the literature about caring in a BME
community.
We are looking for Black Afro-Caribbean Carers caring for those with severe and 
enduring mental illnesses such as schizophrenia and bi-polar disorder. If you are the 
parent, sibling or partner of somebody who has a mental illness, and have been for 
5-10 years, then we are interested in hearing from you.
This research project involves conducting one-to-one interviews with carers. These 
interviews will last approximately an hour. Refreshments will be provided, and all 
participants will be entered into a prize draw to win a £25 high street voucher.
Please contact Siobhan Smith on: s.l.smith@surrev.ac.uk or 01483 683979 if you
are interested in finding out more.
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UNIVERSITY OF
T h e  Princess R oyal T ru s t SURREY
f o r  C a re rs  ^
Come along to an introduction about participating in an exciting new study!
This will be a short talk about what is involved in this study with lots of time for
questions.
I want to listen to what you have to say about your experiences and your life as a 
carer. I think there is still more to be done for carers. Research can help to make
that change.
This research project is focusing on the experiences of Black Afro-Caribbean carers. 
The aim is to find out more about carers needs, their lives, and different aspects of 
caring. Carers are not all the same. This research aims to add the point of view of 
carers from a Black Afro-Caribbean background.
If you are interested in research; please come along!
If you are interested in making your voice heard; please come along!
If you had never thought about research before; please come along!
Thank you
Venue: XXXXX Carers Centre
XXX High Street
London
xxxxxxx
Date: Monday 7th November 
Time: 3pm -4.15pm 
Refreshments will be provided for all.
Please contact Siobhan Smith (researcher) for more information.
You can email me on: s.l.smith@surrev.ac.uk
Or ring: 01483 683979
You can also ring my research supervisor Dora Brown on: 01483 683979
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UNIVERSITY OF
SURREY
Faculty of Arts and Human Sciences 
Guildford, Surrey 
GU27XH UK 
T: +44 (0)1483 689445 
F: +44 (0)1483 689550 
www.surrey.ac.uk
Dr Adrian Coyle
Chair: Faculty of Arts and Human Sciences Ethics Committee 
University of Surrey
Siobhan Smith 
PsychD Clinical Trainee 
Department of Psychology 
University of Surrey 
27th May 2011
Dear Siobhan
Reference: 584-PSY-11 RS
Title of Project: Black-afro-Caribbean carers’ perception of caring for 
someone with severe mental health problems
Thank you for your re-submission of the above proposal.
The Faculty of Arts and Human Sciences Ethics Committee has now given a 
favourable ethical opinion.
If there are any significant changes to your proposal which require further scrutiny, 
please contact the Faculty Ethics Committee before proceeding with your Project.
Yours sincerely
Dr Adrian Coyle 
Chair
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Appendix 2b: Approval for amendments to study. Email 
correspondence to Secretary and Administrator FAHS Ethics 
Committee
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02 October 2011 17:03 
Dear Julie
attached is a letter to the ethics committee detailing changes I would like to make to 
my research project, which has already been granted ethical approval. I have also 
attached the accompanying documentation referred to in the letter.
Please let me know if there is anything else I need to do regarding this proposed 
change.
Thank you
Siobhan Smith
Trainee Clinical Psychologist
04/10/2011 14:48
Dear Siobhan
I have now heard back from the Deputy Chairs of the Ethics Committee and before 
they can approve the changes you are requesting they will need the following:-
1) A letter from the Princess Royal Carers Centres to confirm their support for your 
new recruitment session and agreement to the use of a room at the Centre for this 
purpose.
2) An amended participant recruitment advert. The wording is misleading, as it 
sounds like the participants would be carrying out the research rather than 
participating. It also needs to state the focus of the research in simple terms and 
include your contact details as the researcher and those of your supervisor.
Kind regards
Julie Earl
Secretary and Administrator FAHS Ethics Committee
Administrative Assistant
Faculty of Arts and Human Sciences
University of Surrey
18/10/2011 10:10 
Dear Siobhan
Thank you for sending your amended flyer which has now been approved and I am 
pleased to confirm that you can now proceed with your research.
Good luck!
Kind regards
Julie
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Interview Schedule
Some demographic questions to situate participants in their contexts:
1. Can you tell me your age?
2. What do you do for a living? Has there been a change since becoming a 
carer?
3. How long have you been a carer?
Main Interview Questions:
1. Would you mind telling me a little about what you do?
2. Would you mind telling me about yourself?
3. In general, how do you see caring for someone with a mental health 
problem?
4. In your own words, how do you think caring for somebody with severe 
mental health problems is perceived in your community6?
5. What are your experiences of statuary and non-statuary services?
6. How do you see caring in the future?
Community can mean somebody’s geographical neighbourhood, their faith community, 
their cultural identity community
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Appendix 5: Extract from transcript
Transcript for Participant 4 "Diane" (O lhr 12m 08s)
Page 239
Emergent Themes
Became carer when parents 
died
Caring and working full-time
Realised she need to devote 
more time to her brother
Stopped work in order to 
care for him
Caring role has changed
Transcript
Interviewer: so umm to begin 
with I was wondering if you 
could tell me a little bit about 
yourself? In general.
Diane: age everything like 
that?
I: yeah, just err...
D: ok I'm 52, I'm Black 
African-Caribbean. I've been 
a carer since 2001 when we 
lost our mum,
I: right
D: we lost our dad before in 
'99 so I took on the role as 
carer for my brother, and he 
came to live with me in 2002 
so umm basically did that 
whilst I was still working full 
time and he was attending 
full-time day centre a full­
time day centre so it was 
alright, it kind of met the  
need, but in 2004 it came to,
I suddenly realised, hold on a 
minute I'm working, I'm  
getting home half-six/seven 
and he's getting home 
between half-four and five 
and even though my sons 
were still at that stage 
filtering in and out, he was 
actually not sort of being 
attended to as much as he 
could have been, but he was 
quite comfortable in the  
family so it was safe, it 
wasn't a major issue, and I 
suddenly thought, you know 
what I need to devote more 
time to him, kind of thing so I 
stopped working full time 
had a bit of a year gap and 
then everything came to 
change, the day centres the 
whole lot, so he went to a 
completely different day- 
centre and all the changes
Initial Comments
Context
Caring and working fulltime
Brother at day centre- met 
the need
Realised time gap in care
Need to devote more time 
to brother
Stopped working in order to  
care for him
Everything changed all at 
once
Now back to work
Role diminished now -  no
URN: 6111394
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Wants brother to be more 
independent
Staff need to support him, 
rather than do things for 
him and pamper him
Has a busy job
happened at once, but we 
just went on from there, but I 
currently work now, I still 
work now, never stopped, I 
now work part-time, and 
umm ... my carer role is 
slightly diminished because 
I'm not a full-time carer 
anymore. I've moved him 
into supported housing 
which was in the vain hope it 
would benefit him to live a 
bit more independently of 
me, and it's alright, he's kind 
of liking it but I think it's 
because of the way the staff 
are, they're not really doing 
the full whack he needs to be 
supported, they're doing it 
for him, so of course he's 
pampered, so that's why he 
likes it
I: ok, ok, hmm
D: and that's about it really
(laughs)...
I: and what do you do for 
work?
D: I work in the children and 
families. I'm a contact 
supervisor, so I will supervise 
contact between estranged 
families,
I: ok, alright, that sounds like 
a really interesting job 
D: well, sort of interesting 
but it's not often rewarding, 
because obviously the 
children are in care,
I: right
D:sometimes the parents get 
the children back, sometimes 
they don't
I: I imagine that would be
quite a busy job
D: yeah its hectic
I: is that with the social care
team?
D: social services
I: oh, yeah, so you, in 2002-
2004 you were doing that
longer FT
Moved bro to supported 
housing-hope for 
independence
Staff not doing "full whack" 
to support brother
Doing it for him -  pampered
Not a rewarding job
Hectic job
Change of jobs
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Works with people with MH  
issues
Didn't recognise caring role
full-time and then going 
home?
D: oh no, I wasn't doing that 
then
I: oh you weren't doing that 
then, oh sorry!
D: previously I was a 
supported housing team  
manager for a housing 
association for people with 
mental health issues, so I've 
always worked in special 
needs housing, gave that up 
in 2004, had a little breather 
and then went to work umm 
in the new formed resource 
centre, which is basically a 
new word for day centre, but 
that again was bought out of 
change and bought out of de- 
institutionalisation, meant 
people who were used to go 
to day centres on a day to 
day basis, and socialising and 
taking part in things, but then  
being told, yes you can come 
but you can't expect this, so 
you need to come with the 
expectation that you're just 
going to see someone for a 
few  minutes, it's not to come 
and sit here and have tea all 
day blah blah blah so I did 
that over in [place] moved to 
here and I've now, I've seen 
it, its diminished it gone, it's 
not there anymore, so it 
obviously didn't work out 
and again more changes have 
kicked in so, then I went on, 
when I was still working for 
them I was working in? Coz 
they're flexible 
I: so a couple of changes of 
jobs over the past 10 years, 
so when you were working 
full-time, so that's when you 
were the housing support 
manager, and going home 
and looking after your_______
Worked in special needs 
housing
Continuous work -  paid 
employment and caring
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Working and caring was like 
working 24 hours, like doing 
night duty as well -  was 
stressful
Coped using coffee and 
cigarettes
brother, I imagine that would 
be quite a busy and hectic 
job as well, so how was that 
for you going from full time 
work and going home to?
D: It's just continuous work 
the only thing that could 
touch wood? for at that time  
between then and 2007 umm 
was that I didn't need to be 
up all night continuously I 
think because he grew up 
within the family 
environment so most people 
with down's will create their 
own routines anyway, and 
the family routine was 
already there set in place, so 
he knew you know when it 
once it was after dinner he 
could simply relax in his 
room, watch TV till all hours 
whatever, go to bed, stuff 
like that. So that was alright, 
so it was like working 24 
hours though, coz you were 
effectively doing a waking 
night duty, do you know 
what I mean?
I: mm yeah
D: or sleeping duty it was like 
that, so it was quite stressful, 
it was like, I never put on any 
weight, I was 10 % stone for 
years and years and years, 
never put on out an ounce of 
weight
I: so, so busy, so how did you 
cope through those times 
when you were working, 
pretty much 24/7  as you say? 
D: because it wasn't really 
recognised, it wasn't 
something that I became 
aware of, so suddenly, that I 
could say oh right I need to 
stop doing that it was not 
really about finding a coping 
mechanism I suppose the 
real coping mechanism was
Bro was in family 
environment -  had own 
routines
Stressful -  never put on 
weight as result
Was like working 24 h o u rs -  
like doing night duty
Caring role wasn't 
recognised -  wasn't aware
Coping = coffee and 
cigarettes
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Take stock and realise what 
you are doing
In her work -  importance of 
working with people, not 
paperwork
coffee and cigarettes, coz 
that's all I really did, coz I had 
my own office at work so and 
those days you could smoke, 
so I'd walk in, basically have 
coffee, m eet the tenants, 
m eet the staff, deal with 
what I had to do with the day 
to day paper work, which 
was ever increasing, and id 
have a cup of coffee and a 
cigarette, and that's how I'd 
manage my whole day and 
then go out for maybe some 
fresh air for lunch, maybe 
grab something to eat, if I 
remembered, you know and 
it was like that, so you did all 
that, plus I did on call, the on 
call rota so I'd be on call as 
well, so I'd have to go out to  
deal with things, and I think 
it's, yeah the coping really 
was coffee and cigarettes 
I: yeah
D: it was absolutely amazing, 
and I think when you take 
stock you realise, that's when 
you now, taking stock right 
here, do you know what I 
mean?
I: yeah, and you say in 2004  
you stopped working full 
tim e and you took a year's 
break, is that when as you 
said you took stock of it?
D: yeah,
I: and what was the thing 
that changed at that time?
D: I think because of the 
change and everything that 
was going on at work there 
was new? the everything 
was more paper orientated 
than people orientated, and 
I'm more of a people person, 
I've always been like that, I'd 
rather leave the office and go 
and deal with things in 
houses face to face, direct,
Didn't always eat at work
Take stock 
realise
Changes in ways in working 
at work from fact-to-face 
work to paper based office 
work
Worked in mental health
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Rearranging work to meet 
caring needs
Day centre would ring about 
silly things
Clear in her own mind about 
boundaries between 
professionals roles and her 
role as a carer
S e lf- ju s t got on with it
When brother had psychotic 
episode had to work a lot 
harder
Caring involved sorting,
with staff or with tenants, 
rather than sit behind the 
desk and deal with it on the 
phone, it, you know, and get 
on with all this paperwork 
that had to be done, and I 
just couldn't cope with it, I 
was like no, this isn't what 
it's all about,
I: no
D: coz I started off in 
residential, so I worked in 
residential with people with 
mental health issues, and we 
did it from scratch worked 
on, worked on the ward at 
[hospital] with [person]
I: ok
D:so I did a lot of mental 
health work with her, and 
did all, you know you do all 
your training and stuff, and 
now it's got to the point it's 
just about paper, it's not 
about the people, and I can't 
really do that (laughs)
I: it's too much ok umm so it 
sounds like extremely busy 
and when you were going 
home, and when you are 
home now, with your 
brother, can you tell a bit 
more, about your role as a 
carer and what you do?
D: right as a full blown carer 
it was very difficult because I 
had to rearrange my whole 
work time around him, and I 
got it so that I was able to 
work from 930 until 4 to 430 
so I would leave to come in 
to work after he had left, and 
then I got home just before 
he did, so that wasn't too 
bad, but, you could, it could 
be anything from the course 
of me being away and at 
work and getting phone calls 
from the centre maybe, that 
you know, silly thing like he
Importance of working with 
people
"full blown carer"
Rearranging work to meet 
caring needs
Arranging work around 
caring
Not too bad
Centre would ring her with 
silly issues
Boundaries between her 
role and the role of others
Main priority is dinner 
I got on with it
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arranging and dealing with 
hospital and appointments
didn't want to do this, he 
didn't want to do that, so it 
was like, well I don't know  
what you want me to do 
here? It's your job to sort 
that out, not mine, you just, I 
just got on with it, I went to 
work, I came home, then the 
main priority is making sure 
you get dinner sorted, and 
still get on with your 
housework, and everything 
has to be done, do you know 
what I mean? It's just that 
normal stuff, that normal, 
normal routine 
I: ok
D: but that's the easiest way 
to describe it, the harder part 
was when he was ill, then 
you got to pull all the stops 
out to then get everything 
sorted and arranged for, you 
know, him to go into 
hospital, visit him, dealing 
with you
Having to get on with 
normal, routine things
When mentally ill had to 
pull out all the stops
Sorting and arranging
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1 Formulating and testing hypotheses and research questions ✓
2 Carrying out a structured literature search using information 
technology and literature search tools
✓
3 Critically reviewing relevant literature and evaluating research 
methods
✓
4 Formulating specific research questions ✓
5 Writing brief research proposals ✓
6 Writing detailed research proposals/protocols ✓
7 Considering issues related to ethical practice in research, 
including issues of diversity, and structuring plans accordingly
✓
8 Obtaining approval from a research ethics committee ✓
9 Obtaining appropriate supervision for research ✓
10 Obtaining appropriate collaboration for research ✓
11 Collecting data from research participants ✓
12 Choosing appropriate design for research questions ✓
13 Writing patient information and consent forms ✓
14 Devising and administering questionnaires ✓
15 Negotiating access to study participants in applied NHS settings ✓
16 Setting up a data file ✓
17 Conducting statistical data analysis using SPSS ✓
18 Choosing appropriate statistical analyses ✓
19 Preparing quantitative data for analysis ✓
20 Choosing appropriate quantitative data analysis ✓
21 Summarising results in figures and tables ✓
22 Conducting semi-structured interviews ✓
23 Transcribing and analysing interview data using qualitative 
methods
✓
24 Choosing appropriate qualitative analyses ✓
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25 Interpreting results from quantitative and qualitative data analysis ✓
26 Presenting research findings in a variety of contexts ✓
27 Producing a written report on a research project ✓
28 Defending own research decisions and analyses ✓
29 Submitting research reports for publication in peer-reviewed 
journals or edited book
Post
qualification
30 Applying research findings to clinical practice ✓
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